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PROCEEDINGS OF THE SECOND ANNUAL CONFERENCE OF THE MODEL 
REPORTING AREA FOR BLINDNESS STATISTICS 


BETHESDA, MD. 
MAY 3-4, 1963 


I. INTRODUCTION 


The Model Reporting Area for Blindness 
Statistics (MRA), which was formally orga- 
nized at its First Annual Conference in March 
1962, held its Second Annual Conference, spon- 
sored by the National Institute of Neurological 
Diseases and Blindness: (NINDB), con May 3- 
4, 1963, in Bethesda, Md. The agenda of the 
1963 Conference was concerned principally with 
the progress of the MRA during its first year of 
operation, further development of the MRA, a 
report and evaluation of the first uniform tab- 
ulations produced by the Area, plans for future 
tabulations, and selected current activities in the 
field of blindness and severe vision impairment. 

Attending the Second Annual Conference 
were administrators and blindness register tech- 
nicians from eight of the nine member States; 
representatives from five nonmember States 
whose membership is anticipated in the near fu- 
ture; and representatives from various Federal 
agencies, voluntary agencies, and institutions 
concerned with the problem of blindness. The 
MRA member States represented were Connec- 
ticut, Kansas, Louisiana, Massachusetts, New 
Jersey, North Carolina, Rhode Island, and Ver- 
mont. Due to unforeseen program demands, 
representatives from New Hampshire could not 
attend. Nonmember States represented were 
the District of Columbia, New York, Ohio, Ore- 
gon, and Virginia. Attending from voluntary 
agencies were representatives of the American 
Foundation for the Blind, the National Society 
for the Prevention of Blindness, and the Cana- 
dian National Institute for the Blind. Also 
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represented at the Conference was the American 
Association of Workers for the Blind. Federal 
agencies with blindness programs represented 
were the Library of Congress, Veterans Admin- 
istration, Vocational Rehabilitation Adminis- 
tration, Bureau of Family Services of the . 
Welfare Administration, and the following 
agencies of the Public Health Service: Office 
of the Surgeon General, Bureau of State Serv- 
ices, National Institute of Neurological Diseases 
and Blindness, National Health Survey Divi- 
sion, and the National Institutes of Health’s 
Office of Program Planning. Other institutions 
represented were the District of Columbia Gen- 
eral Hospital and the Georgetown University 
Medical Center. 

Chairman of the 2-day Conference was Dr. 
Hyman Goldstein, Chief of the Biometrics 
Branch, NINDB. In his opening remarks, Dr. 
Goldstein conveyed the personal welcome of Dr. 
Richard L. Masland, Director of NINDB, and 
Dr. Masland’s hope for a fruitful Conference. 

Dr. Goldstein advised the conferees of the sud- 
den deaths during the past year of the Directors 
of two of the original 11 member State agencies, 
those representing Delaware and Hawaii. 
Shortly after each of these events occurred, the 
acting successors regretfully found it necessary 
to withdraw temporarily from the Model Re- 
porting Area due to administrative difficulties 
such as shortage of personnel, time, money, etc. ; 
but they hoped their respective States might re- 
join the Area when agency circumstances per- 
mitted. 

The nine member States of the Model 
Reporting Area, plus the five States which are 
expected to become members in the near future 
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and which were represented at the Conference, 
account for a population of about one-third that 
of the total United States. Dr. Goldstein also 
noted that there are a number of other States 
with which the Biometrics Branch has been 
working toward eventual membership. It was 
evident that with the addition of these nonmem- 
ber States the Area will have a sizable as well as 
broad geographic representation of the United 
States population. 


ll. SPECIAL PRESENTATIONS 


a. Mr. M. Robert Barnett, Executive Direc- 
tor, American Foundation for the Blind, 
presented a paper on “Statistics on the 
Blind and Accreditation of Blindness 
Agencies.” (See Appendix A for this 
paper and discussion which followed.) A 
summary of the paper appears below. 


SUMMARY: 

There is a growing complaint on the part of 
the public about the multiplicity of appeals for 
funds either from the general public through 
fund raisers, even at the congressional level, for 
all kinds of health causes and disability pro- 
grams. Although much of the criticism is un- 
founded, services for the blind has come in for 
its share over the past several years and this crit- 
icism has been increasing. This “insidious 
poison” is affecting all good service programs 
for blind people, and has stimulated interest 
among agency representatives to do something 
about it. 

It was the need to advise the supporting pub- 
lic of the types of organization and/or service 
which merit support, and to advise blind per- 
sons where they might go to obtain proper help, 
which stimulated the idea of accreditation of 
blindness agencies and which was announced by 
the American Foundation about 15 months ago. 
The accreditation program which would be a 
voluntary system of uniform identification, 
evaluation and application of standards, has 
grown to the point that blindness organizations 
and associations have shown a general accept- 
ance of the idea. Several private foundations 
have offered support to help finance the study. 

An ad hoc committee helped to devise the 
structure, the budget, and the general outline of 
the proposed study. It is anticipated that the 
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study will cost $300,000 to be derived from pri- 
vate foundations and, if necessary, supple- 
mented by the American Foundation for the 
Blind. The ad hoc committee believes that 2 
to 214 years will be required before any further 
decisions can be made as to how far such a plan 
can go. With regard to structure, the study will 
have a commission of about a dozen lay and pro- 
fessional persons. The general areas of the 
study would include administration, service, and 
determination as to how accreditations systems 
can work. Some part of the study would be to 
study accreditation systems as such. The ad- 
ministration and service will include 16 subcom- 
mittees involving more than 100 volunteer 
committee members. Activities under admin- 
istration will include personnel standards, phys- 
ical plant where necessary, uniform accounting 
practices, public relations, etc. Thead hoc com- 
mittee’s recommendations regarding service 
aspects of the study include workshops, rehabili- 
tation centers, libraries for the blind, school 
systems serving blind children, and mobility 
training. 

It is not known now whether accreditation is 
possible and under what kind of procedure, but 
the study over the next 214 years should shed 
some light on this matter. If accreditation does 
occur, a Government agency could be encom- 
passed in it. Mr. Barnett gave some illustra- 
tion of how State service activities (e.g., library 
for the blind, workshop) might be included. 
Similarly, service programs under the auspices 
of religious organizations could be included. 

The ad hoc committee recommended a tie-in 
with other movements that are already afoot, 
such as the work already done in the general 
field of rehabilitation centers and workshops. 
However, the Foundation’s proposed study 
would not duplicate the basic work of other 
programs. 

With regard to the tie-in between the accredi- 
tation study and the Model Reporting Area 
program, on the face of it at the moment, Mr. 
Barnett did not see any direct relationship. 
On the other hand, he did note that in some 
instances the availability of certain statistics 
relating to blind persons would be of some im- 
portance in the evaluation of various aspects of 
accreditation. However, perhaps after both the 


MRA and accreditation programs have been un- 
derway for several years, there may be ways in 
which they can help each other. 


b. Mr. Richard E. Onken, Research Assistant, 
American Foundation for the Blind, pre- 
sented a paper on “Further Study of Vis- 
ually Impaired Identified by the National 
Health Survey.” (See Appendix B for 
this paper and the discussion which fol- 
lowed.) A summary of the paper appears 
below. 


SUMMARY: 


Initially the Model Reporting Area will pro- 
vide information on the number and character- 
istics of blind persons for member States, and 
eventually, it is hoped, for the entire Nation. 
At the First Annual Conference the history of 
other attempts to provide such information was 
presented by Dr. Hurlin, including such efforts 
as the decennial census attempts through 1930 
and the National Health Survey (NHS) in the 
thirties. Unfortunately, none of these efforts 
were successful for reasons discussed by Dr. 
Hurlin at the time of the First Annual Con- 
ference. 

In recent years the NHS has attempted to ob- 
tain this information in their household inter- 
view surveys which are dependent on informa- 
tion provided by its respondents. Since it is 
not possible to administer clinical examinations 
either in the home or on a nationwide sample, 
other means have to be devised. In the case of 
visual impairment, indicators of impairment in 
function due to visual loss have to be devised. 

In their survey of 1957-58 the National 
Health Survey defined persons as blind who are 
unable to read ordinary newsprint with glasses, 
according to the respondent’s reply. This 
yielded an estimated 960,000 blind persons in 
the United States, a rate of 5.7 per 1,000 popu- 
lation; and in 1959-60 the figures were 988,000, 
or 5.6 per 1,000 population. The NHS no long- 
er identifies these persons as blind, and now 
uses the term “severe visual impairment.” The 
best estimates of the number of blind persons 
(based on a “legally blind” definition) by Dr. 
Hurlin are around 400,000, or a rate of 2.14 per 
1,000 population. . 


Dr. Milton Graham, Director of the Division 
of Research, AFB, called for research to relate 
these two definitions (i.e., by the National 
Health Survey and the “legally blind” defini- 
tion). To do this the National Health Survey 
sample would have to be questioned further as 
to the nature of their handicap by use of a sup- 
plemental questionnaire which was developed 
in 1960 by the Foundation under a contract from 
the National Health Survey. A revised ques- 
tionnaire will be used in the fiscal year 1964 
survey of the NHS. This experimental study 
will provide additional information concerning 
the vision of persons identified by respondents 
as having visual impairment, as well as informa- 
tion on other characteristics including degree of 
limitation of activity and mobility. 

Such data would have more meaning if they 
were related to ophthalmological measurements. 
Unfortunately, attempts to obtain a research 
grant to incorporate such examinations were un- 
successful. However, it is hoped that a pilot 
study can be carried out in order to provide such 
clinical data. The possibility of a pilot study 
which is needed before a major study can be 
carried out is being explored with the National 
Health Survey Division, Public Health Service. 


ce. Dr. Ralph G. Hurlin, Chairman of the 
Committee on Operational Research, Na- 
tional Society for the Prevention of Blind- 
ness, presented a paper on “The Blindness 
Register in England and Wales.” (See 
Appendix C for this paper and discussion 
which followed.) A summary of the paper 
appears below. 


SUMMARY: 


Dr. Hurlin stated that, on the basis of the 
discussions which he and Dr. Goldstein have 
had with several people concerned with the 
blindness programs in England and Wales, he 
was impressed with the fact that the blind regis- 
tration system in England and Wales is a very 
smooth running and effective operation. It 
produces a large body of statistics concerning 
the blind population and reliably indicates the 
size of the problem. He presented statistics on 
the registered blind in England and Wales for 
the years 1955 and 1960 by age, by degree of 
blindness, and by cause. As of the end of 1955, 
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there were 94,683 registered blind; at the end of 
1960, 97,469 registered blind. 

Legislation in the United Kingdom (includ- 
ing Scotland and Northern Ireland) provides a 
great variety of services and benefits for blind 
persons, and also provides for the registration 
of blind persons. The legislation is mainly 
administered by local government agencies. In 
England and Wales certification and registra- 
tion of blind persons, and welfare services for 
them, are administered under the supervision 
and direction of the Ministry of Health. Reg- 
istration is purely voluntary on the part of blind 
persons. Certification of blindness must be by 
an ophthalmologist of consultant status who is 
designated and paid by the local authority. 

Dr. Hurlin described the administration and 
statistical operation of the blindness registers 
in England and Wales. Each of 147 different 
local jurisdictions maintain their own local reg- 
isters. In addition, there are four regional reg- 
isters. Dr. Hurlin described the functions of 
the local registers and the registers maintained 
by the regional agencies. Each regional agency 
prepares tabulations based on reports received 
from the local agencies and forwards these 
regional figures to the Ministry of Health where 
they are again consolidated, and statistics for 
each of the four regions and all of England and 
Wales are published. 

With regard to cause-of-blindness statistics, 
these are produced by Dr. Arnold Sorsby, a fel- 
low of the Royal College of Surgeons who is 
also consultant to the British Ministry of 
Health. Dr. Sorsby’s statistics are based on 
the ophthalmologists’ combined examination 
report and certificate for each newly registered 
blind person every year. The statistics have 
been published in the annual reports of the 
Ministry of Health since 1955. 

d. Dr. Hyman Goldstein, Chief, Biometrics 
Branch, National Institute of Neurological 
Diseases and Blindness, presented a paper 
on “The Blindness Register in Sweden.” 
(See Appendix D for this paper.) A sum- 
mary of the paper appears below. 


SUMMARY: 


Dr. Goldstein described blindness register 
operations carried on by the Swedish Associa- 
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tion for the Blind of Stockholm. Although it 
is estimated that there are between 10,000 and 
11,000 blind and partially sighted persons in 
Sweden, only about half of this total are known 
to the Association, accounting for a rate of 0.78 
per 1,000 population. The definition of blind- 
ness varies with services required. Approxi- 
mately 45 percent of the registrants were 60 
years and over. About 35 percent of all regis- 
trants were totally blind. Comparisons be- 
tween the known blind populations in Sweden 
and in the Model Reporting Area States could 
not be made because of the different groupings 
by age and by visual acuity. The register card 
contains much information of a medical and 
socioeconomic nature. Only ophthalmologists 
and general practitioners may examine eyes. 
Tabulations produced to date in Sweden deal 
largely with age at registration, age at onset of 
blindness, visual acuity, and type of pension. 
All persons on the register are visited at least 
once a year, even if no service is being received. 


lil. PROGRESS IN MODEL REPORTING 
AREA STATES DURING 1962 


CONNECTICUT: Mr. McCollam stated that 
Connecticut launched its program of conversion 
from a McBee system of recording and register- 
ing the blind to an IBM system so that they 
could have all their data on punchcards for easy 
methods of tabulation. The project was insti- 
tuted, effective in January, with the help of a 
contract from the National Institute of Neuro- 
logical Diseases and Blindness. About 1,250 of 
the 3,400 cases on record have already been 
coded, and some 700 of these are already on IBM 
cards. 

They have been progressing reasonably well 
on this project and have undergone the throes 
others have undoubtedly experienced in getting 
started on such an operation. One difficulty 
was obtaining personnel to help with the job 
of conversion. Attempts to obtain an ophthal- 
mologist or even a retired medical man were to 
no avail. However, a well-qualified medical 
secretary was obtained to help with the problem 
of coding the 3,400 cases. 

Mr. McCollam noted that they have run into 
a variety of minor problems that others have un- 
doubtedly also encountered, and he hoped he 


might benefit from the experiences of others as 
the various State representatives relate their 


progress. 


KANSAS: According to Miss Blase, Kansas 
has been busy improving its register which has 
been coded for about 10 years. They have de- 
veloped a new registration card which includes 
all the required items of the Model Reporting 
Area. Their register data are on IBM cards. 
The State ophthalmologist is giving increased 
time to work on coding the causes of blindness. 
The process of coding has been centralized in 
the Department, with the causes of blindness 
and visual acuity being coded in the medical sec- 
tion by the State ophthalmologist and Miss 
Blase; all other coding is done in the Division 
of Research and Statistics. 

A new eye examination report has been de- 
veloped in the hope that more information will 
be obtained as needed in the coding of causes 
of blindness, but this form has not been put 
into use yet since they are waiting for a pro- 
posed form to be recommended by Federal agen- 
cies. Miss Blase noted that Kansas has been 
working with the ophthalmologists throughout 
the State acquainting them with the Model Re- 
porting Area, the goals of the Kansas program, 
etc. They have also been improving communi- 
cations with the county departments of social 
welfare. They depend on the county depart- 
ments of social welfare to help in updating the 
register, and have been working with them both 
individually and through the county depart- 
ment of social welfare advisory committee in 
getting the information needed and to keep the 
register current. 

They have problems mainly in getting ade- 
quate medical data from which the State 
ophthalmologist can code the causes of blind- 
ness. 

Mr. Oliver stated that wlnle they had little 
difficulty in securing data for tables from their 
punchcard system which was started about 1956, 
experience in preparing the tabulations for the 
Model Reporting Area for 1962 uncovered cer- 
tain difficulties. Consequently, some changes 
have been made in the punchcard codes and de- 
sign which will simplify the preparation of 
tabulations in the future. Also, certain items 
have been added to the register which will aid 
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the Research and Statistics Division in doing 
studies which they might desire. 


LOUISIANA: Miss Ford reported that Loui- 
siana has an old register dating back some 20 
years which has been constantly updated. 
However, as a result of the Model Reporting 
Area program they have instituted an individ- 
ual card-to-card review. A new register card 
has been designed. 

Progress on the updating is continuing satis- 
factorily. Initiated in January 1963, the actual 
work involved both the register cards and the 
total case records. An ophthalmologist was 
employed to do the coding relating to causes of 
blindness, etc., which is proceeding satisfac- 
torily. Approximately 20 percent of the regis- 
ter has been updated by this detailed procedure. 
Since only known legally blind persons are ad- 
mitted to the register, there is no problem in 
clearing out the nonblind. 

The records in Louisiana are unit records 
within the Department of Public Welfare. Ac- 
cess is available to all of the information regard- 
ing the individuals concerned. The revision and 
updating work is being done on a parish-to- 
parish basis under the supervision of Mrs. 
Braud. Excellent progress is being made in 
completing the code sheets and register cards 
and in keeping the flow of work properly chan- 
neled. One of the big problems actually is 
deciding which of the various reports in the case 
folder is to be accepted as a true report. The 
supervising ophthalmologist has responsibility 
for this decision. 

Plans call for a person-to-person survey of all 
of the 7,000-odd registrants in December of 1963. 


MASSACHUSETTS: Mr. Mungovan re- 
ported that Massachusetts has spent some time 
this year in trying to improve reporting to the 
register and clearance of people from the reg- 
ister. ‘This was done several times in the past. 

This year, a brief letter was sent in January 
to every ophthalmologist in the State, and en- 
closed with this letter were a very few facts 
(which could be read in about 380 seconds) on 
the register of the blind and on the people re- 
ceiving services. The intent here was to let the 
ophthalmologist know that information sub- 
mitted on an eye report form is ultimately of 
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some value to his patients. In all, about six 
items of service were incorporated, including an 
important item on certificates for tax exemption, 
since blind persons are exempt from real estate 
taxes. 

In the March issue of the New England Jour- 
nal of Optometry, a longer report was pub- 
lished in which some statistical information 
was provided along with a larger description 
of the services provided. One is never sure as 
to the effect of these approaches in stimulating 
reporting, since other factors may also affect 
reporting. 

Perhaps the biggest problem is the other 
aspect of maintaining the register; namely, 
removal of people from the register. Mr. 
Mungovan stated that they have been wrestling 
with this problem for 5 or 6 years. A census- 
type system was initiated. Besides a statistical 
card, they maintain the register on Addresso- 
graph plates, with the Aid to the Blind recipi- 
ents and institutional population separated 
from the rest of the register on these plates. 
Thus, there is no difficulty in sending out a 
census-type letter once a year (with provision 
for a return reply) to the almost 5,000 persons 
who do not receive any other special services 
from the State. This census procedure was 
incorporated several years ago. At that time, 
conferences were held with all agencies for the 
blind in the State dealing with the problem of 
confidentiality of records and the problem of 
reporting. As a result, a census letter and a 
checklist of desired services were developed, etc. 
However, experience has shown that this check- 
list procedure was not eliciting the proper in- 
formation; e.g., persons were indicating what 
services they already had rather than those 
which they might desire. (Apparently per- 
sons wanted to be sure they continued to receive 
certain services.) In any event, over the years 
various items were eliminated from the check- 
list and other corrections were made to the end 
that, in 1968, everything originally on the form 
was eliminated and the form was reduced in 
size. Thus, for 1963 the annual mailing was 
confined to a postal-card-type setup which con- 
tinues to maintain the confidential nature of the 
correspondence with the result that the work- 
load has been reduced. This latter factor is 
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important, since the bulk of the workload is in 
the hands of Mr. Sullivan and one of his assist- 
ants. The mailing is done by use of the 
Addressograph plates. (Samples of the card 
form used were distributed.) 

Mr. Mungovan noted that they obtained re- 
turns from the post office if people moved, etc. 
Of 4,732 cards sent out in March 19638, replies 
were received from 2,783 through the month of 
April. Last year in a similar census with 
4,551 cards sent out in January 1962, 1,482 were 
not returned by June of that year. The pat- 
tern is that a great number of replies are re- 
turned immediately and then they trickle in for 
about 6 months or a year or more. Some 
people replied in 1963 who did not reply in 
1962. There is no problem with institutions 
where a different system is used. The institu- 
tions are contacted directly as are the State 
schools and State hospitals. 

Among the problems in the mailing that Mr. 
Mungovan noted was that some persons might 
hold on to the card which is sent in the annual 
mailing until such time as the individual 
wishes to get in touch with the Division before 
returning it. Another problem is the fact that 
the Division is not able to estimate how many 
people in the mailing do not consider them- 
selves blind and, hence, how many just throw 
the card away. They may not have been told 
that they were legally blind and, thus, may be 
functioning as sighted people. Therefore, 
they consider the mailing as an error. 


NEW HAMPSHIRE: Due to unforeseen pro- 
gram demands, New Hampshire was unable to 
send a representative to the conference. How- 
ever, Mr. Carl Camp, Supervisor, Services to 
the Blind, Division of Welfare, New Hamp- 
shire Department of Health and Welfare, 
transmitted a progress report by mail to the 
Biometrics Branch, National Institute of Neu- 
rological Diseases and Blindness. A summary 
of this report follows. 

In October 1962, a report of the purpose of 
the Model Reporting Area was released to all 
ophthalmologists in the State. The ophthal- 
mologists were asked to cooperate in the report- 
ing project, both by submitting eye reports with 
all pertinent information and by reporting 


blind persons who might not have come to the 
attention of the register previously. 

In December 1962, classification of new cases 
on the basis of the revised cause-of-blindness 
code was introduced, and since that time all new 
persons have been thus classified. This created 
a problem in analyzing the register, which had 
previously been done every six months. New 
cases were coded in one way and those reported 
in earlier years were coded in another way. 
Thus, one code number often represented a dif- 
ferent item depending on the date the card was 
coded, and in other instances the same item had 
to be compiled from two different code num- 
bers. It is hoped that eventually the whole 
register in New Hampshire could be reclassified 
under a uniform system. 

The desirability of putting the register on a 
puncheard system was discussed, but it was 
decided that this was not possible to do at that 
time. 


NEW JERSEY: Mr. Meyer noted that some 
eight years ago New Jersey decided to put its 
register on IBM cards and had fairly well com- 
pleted that task when the Model Reporting Area 
project was developed. After joining the Model 
Reporting Area it became necessary to revise 
the IBM setup in New Jersey, since its register 
did not contain all of the required items for 
membership. The register has been in the 
course of revision during 1962 and they are 
still in the process of improving the register 
setup. Work is progressing satisfactorily in 
this direction. A number of problems have 
been run into, some of which were mentioned 
by the other speakers, but with the cooperation 
of the entire staff and the ophthalmologists, 
they have been able to work through these 
problems quite adequately. 

Mr. Meyer sympathized with Mr. Mungovan 
regarding the problem of keeping the register 
up to date with particular reference to the un- 
satisfactory results obtained from a mail sur- 
vey of the status of registrants. Mr. Meyer 
pointed out that one has yet to learn how inade- 
quate a mail survey is for blind people, because 
this involves dealing not only with the normal 
weaknesses of a mail survey for a sighted popu- 
lation, but it also involves the problem of blind 
people determining the content of their mail. 


There is the problem of getting the final ques- 
tionnaire back, and in Mr. Meyer’s experience 
one cannot assume that blind people have access 
to the mails as readily as sighted people would 
have. Apparently, many blind people do not 
know that they receive the mail in question, 
could not get their replies filled out, or could 
not get their responses mailed. 

New Jersey depends upon an annual or bien- 
nial mail survey of those with whom contact is 
lost. However, these are followed up rather 
carefully through the home teaching section. 
Furthermore, when a worker from the Commis- 
sion is in an area, he attempts to find out about 
individuals that should be registered. 

The Commission has not met with any insol- 
uble problems. Mr. Meyer indicated that he has 
always been conscious of the lack of national 
statistics relating to the blind, and accordingly 
he was pleased with the representation from the 
American Foundation for the Blind at the Con- 
ference. He felt a strong need for national 
statistics on this subject and he thought there 
ought to be a very close partnership between a 
national organization like the Foundation and 
the Model Reporting Area in determining the 
number of blind people and the characteristics 
of the blind throughout the country. 


NORTH CAROLINA: Miss Anderson ex- 
pressed gratefulness for the technical assistance 
provided by the NINDB in helping to revise 
the register in North Carolina on to an IBM 
system. The massive task of transferring the 
register of 12,000 or more blind persons to an 
IBM system is progressing well. The work in- 
volved the trial of devising new forms and new 
procedures over and above those that were antic- 
ipated before the initiation of the contract with 
the NINDB. They have available an IBM key- 
punch machine on a rental basis which is used 
for the preparation of punchcards and which 
expedites the coding and punching procedure. 

There were two major administrative prob- 
lems as a result of the work in the revision of 
the register. One of these was that 1962 coin- 
cided with the year when the biennial tabula- 
tions for the legislative department are 
prepared. This created some duplication in 
effort. Another delaying process was the quad- 
rennial report required by the Bureau of Family 
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Services of the Department of Health, Educa- 
tion, and Welfare. These two problems caused 
delays in register procedures, since it took the 
time of field staff as well as time of the State 
office personnel. Minor problems that occurred 
during the course of the reorganization of the 
register were worked out with technical assist- 
ance from the NINDB. 

Miss Anderson reemphasized the observation 
of Mr. Meyer suggesting that it might be the 
responsibility of the American Foundation for 
the Blind as a national agency to give more ac- 
tive leadership in efforts to obtain accurate sta- 
tistics on causes of blindness and other 
characteristics of blind persons. 


RHODE ISLAND: Mrs. Johnson reported on 
the large job involved in revising the register 
in Rhode Island from a manual to a punchcard 
system with the assistance of the NINDB. A 
great deal of work is involved, particularly since 
it is necessary to go back to records which date 
back some 30 years. They are nearing comple- 
tion of the codification of the Model Reporting 
Area register in Rhode Island from the infor- 
mation in each case record. One obvious prob- 
lem is the lack of sufficient information on the 
degree of vision in many caserecords. Another 
problem is the lack of sufficiently definitive in- 
formation regarding the diagnosis and etiology. 
This has obvious implications in the tabulating 
of the data, because Rhode Island data will show 
a fairly substantial number of “unknowns,” par- 
ticularly as the data relate to site, type and 
etiology of blindness. 

To further improve the up-to-date status of 
the register, the agency is in the process again 
of contacting those who are not currently re- 
ceiving service. They have developed a form 
letter to the institutions and convalescent homes 
for this purpose. A similar improved com- 
munication is planned for those living in the 
community. Should the returns of this com- 
munication be too few, the agency plans, for the 
first time, a program of personal followup. 
There are a number of situations where persons 
were written to last year when the register was 
cleared and from whom no replies were received. 
This year attempts are being made to send a 
home teacher to visit some of these people to 
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determine whether information can be obtained 
from them. 

Consultation has been held with the leading 
ophthalmologists in the State and with the 
State consulting ophthalmologist. At a meet- 
ing of the State Ophthalmological Scoiety, it 
was the consensus of those present that they 
would have no part in any mandatory regis- 
tration. However, they did indicate that they 
were in favor of the register. The ophthal- 
mologists were particularly pleased with the 
new ophthalmologist’s eye report form as pre- 
sented by the Bureau of Family Services, and 
have agreed to complete that report form. Mrs. 
Johnson noted the desirability of having a 
single eye report form rather than separate 
forms from the National Society for the Pre- 
vention of Blindness, the Bureau of Family 
Services, etc. 

Miss DeTommaso stated that the number 
registered totals 1,153 persons. In the course 
of the contract with the NINDB for revising 
the register, there were problems in hiring per- 
sonnel for the project. However, this problem 
has been resolved very satisfactorily. The 
progress of the work on the coding is such that 
they are about ready for putting the register 
on IBM punchcards. 


VERMONT: Mrs. Jeffrey noted that the regis- 
ter in Vermont is small to begin with, so that 
there never had been any great concern over 
the prospects of revising it or bringing it up 
to date. Plans for putting the register on an 
IBM system with contractual assistance of the 
NINDB has been initiated and no great prob- 
lems are anticipated. They are getting ready 
to transpose the old register card on to a new 
register card which has been designed with the 
assistance of the Biometrics Branch, NINDB. 

Mrs. Jeffrey described some of the new pro- 
cedures being instituted in the registration 
system, noting particularly that they no longer 
register blind people until medical data on the 
blind people have been obtained so that their 
blindness status has been confirmed. A new 
referral system has been devised so that follow- 
up for missing medical information, etc., is 
instituted immediately. Causes of blindness 
have never been coded before, but with the as- 
sistance of a local ophthalmologist hired spe- 


cifically for the task, this job will be done in 
bringing the present register up to date and 
in the coding of new cases. There is every in- 
dication that the new register system will prove 
to be very workable and there should not be 
any problems in changing over to the new 
system. 

A newsletter is sent out each month, first 
class, to the registrants. Cooperation is ob- 
tained from the postmasters which is useful for 
updating purposes. 


Discussion: 


Dr. Goldstein summarized the essence of the 
reports by the various State representatives. 
It was evident that a great deal of activity has 
taken place during the past year in many areas. 
Dr. Goldstein noted that attempts have been 
made to get more of the unregistered blind on 
to the register by contacting the various types 
of referral sources that would know such in- 
dividuals, and by making available to such 
referral sources knowledge of the kind of serv- 
ices that the agencies can offer and furnish to 
the blind. A second major area of activity was 
concerned with updating of the registers so that 
they might reflect as nearly as possible the 
status of the blind population in the com- 
munities. The techniques relating to updating 
procedures will continue to improve as the Area 
develops. <A third major area of activity has 
been the conversion of registers from manual 
to punchcard systems so that data may be more 
readily obtained. 

Mr. Meyer raised a number of points which 
he thought ought to be looked into. One of 
these was the fact that the service programs in 
each State are a productive portion of the 
agency’s efforts. He felt that some expert ad- 
vice is needed with reference to tying in service 
aspects with other statistics in various reports 
required for legislative or other purposes. Mr. 
Meyer also noted that there are certain serv- 
ices that are required by all blind people. He 
felt that compilation of statistics ought to tie 
in to the problem of education, rehabilitation, 
and other services that are provided. Another 
problem of concern to Mr. Meyer was related to 
the processing of punchcards. He noted that 
there was a lack of uniformity among the States 


as to the extent to which IBM facilities are 
available. He felt that some expert leadership 
was necessary on this matter and he hoped that 
the results of this Conference can bring this 
about. 


IV. PROGRESS IN SELECTED NON-MODEL 
REPORTING AREA STATES AND CAN- 
ANA DURING 1962 


DISTRICT OF COLUMBIA: Mr. Gambuaro 
noted the need for a register in the District of 
Columbia which has an estimated prevalence of 
some 3,000 blind persons of which some 900 are 
known by District agencies. Although they 
do not now have a register, he hoped that within 
a year the District of Columbia would have a 
highly effective one. 

After being advised of the Model Reporting 
Area program, and with consultation of the 
Biometrics Branch, NINDB, a survey of oph- 
thalmologists, of optometrists, and of agencies 
serving the blind was made. The purpose was 
to find what kinds of records are kept and the 
magnitude of the task in order to set up a regis- 
ter. After the survey Mr. Gambaro worked 
with the Biometrics Branch in analyzing the 
results of the survey and in making a number 
of field trips to the agencies, etc. This pro- 
vided firsthand knowledge of the ways in which 
records are maintained and the nature of the 
work involved in extracting the necessary in- 
formation. 

In order to establish a register, it was neces- 
sary to assure that records were, in fact, avail- 
able and that the Division of Vocational Reha- 
bilitation was capable of maintaining a register 
once it was established. Therefore, in addition, 


_ steps were taken to secure the approval of the 


District of Columbia Board of Commissioners 
with appropriate increase in the budget, en- 
dorsement by the Section on Ophthalmology of 
the District of Columbia Medical Association 
and the Optometric Society of the District, and 
other agencies dealing with the blind. Gen- 
eral support was also obtained for a mandatory 
reporting law which is being proposed. 

The survey and field trips to various agencies, 
ophthalmologists, and optometrists has led to 
a cost proposal which is now being reviewed 
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hopefully for approval by the NINDB so that 
a contract might be obtained with the Institute’s 
assistance to establish a register in the District 
of Columbia. Progress has been very encourag- 
ing to date. 

In attacking the entire problem of establish- 
ing a register, the approach taken was that the 
effort could not afford to fail since this would 
not only result in a setback directly related to 
the establishment of a register but would have 
its repercussions in the future. To date, the 
entire operation has proved successful. 


NEW YORK: Mrs. Lawlor indicated that in 
1945 the State mandated the reporting of blind- 
ness in New York and the law also described 
what constituted blindness. Over the years 
they had great difficulty in updating the infor- 
mation on the register as well as in removing 
names from the register of persons who died, 
moved out of State, recovered vision, etc. 
Therefore, about three years ago they stopped 
updating the register. This made them ineligi- 
ble for participation in the Model Reporting 
Area. However, the decision regarding updat- 
ing is being reconsidered at the present time in 
hope that a method can be established for up- 
dating the register so that New York will be 
able to participate in the MRA. 

The Commission does continue to maintain a 
current register of persons newly reported to 
the Commission. It is estimated that the Com- 
mission has at the present time about 30,000 
blind persons on the register ; 2,657 persons were 
added to it for the first time in 1961. Mrs. Law- 
lor stated that the register is maintained on 
puncheards in Albany, but they have an alpha- 
betical file and other records in the New York 
City office which is the administrative office of 
the Commission. The assistance of the Bio- 
metrics Branch staff has been sought in helping 
to solve the updating problem in hope that this 
will eventually be accomplished and New York 
will become part of the Model Reporting Area. 


OHIO: Mrs. Zimpfer reported that Ohio had 
been working toward membership in the Model 
Reporting Area, and they hope to initiate a 
contract with NINDB in July 1963 toward re- 
vising its register so as to meet the needs and 
requirements of the Model Reporting Area. 
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She noted that the register at present contains 
15,240 names, with an estimated blind in Ohiv 
of over 25,000 so that some way has to be found 
to obtain the registration of the nonregistered 
blind. They expect to obtain greater coopera- 
tion from the ophthalmologists in Ohio regard- 
ing the reporting of blind persons. 

The Division of Services for the Blind is in 
the Department of Public Welfare. The IBM 
facilities of the Department will be used. A 
person in the field of research will head up the 
project under the contract for one year to put 
the register in a satisfactory and complete order. 
Dr. Perry, the State Supervising Ophthalmolo- 
gist, will provide assistance regarding the cod- 
ing of medical data. 

Mrs. Zimpfer foresees the need of help in re- 
solving the problems that they face. 


OREGON: Mr. Stocker reported that Oregon 
has been working on its register since about 
1937, but he does not find anyone outside of his 
own organization that gets very excited about 
it. However, with the help of the staff of the 
Biometrics Branch, NINDB, they are at the 
threshold of getting a completed register. Some 
work remains to be done in developing a better 
reporting system on the part of some of the co- 
Operating agencies and organizations. They 
have obtained assurance from various agencies 
in support of the reporting mechanism and in 
the use of punchcard equipment. Mr. Stocker 
indicated that, according to Dr. Hurlin’s fig- 
ures, there should be about 2,700 blind people in 
the State. The register at the moment contains 
some 2,000 names which are completely coded. 
Efforts are being made to obtain eye examina- 
tions for persons without information now in 
the files. The medical school at the University 
of Oregon is cooperating with the Commission. 

Mr. Stocker felt that one of the biggest prob- 
lems concerning the register is in keeping it up 
to date. However, he pointed out that they 
know all of the opthalmologists in the State per- 
sonally and they have their cooperation. How- 
ever, Mr. Stocker did not know whether or not 
they would have the same degree of cooperation 
from optometrists at the present time. 

Mr. Stocker felt that the register is one of the 
most important steps forward in determining 
causes and extent of blindness and possibilities 


of providing prevention programs. He com- 
mended the NINDB for its vigorous attitude 
and the strides it has made in developing pro- 
grams which will result in realistic figures on 
numbers of blind people and the kinds of causes 
that provoke blindness. 


VIRGINIA: Dr. Mac Farland reported that, 
with the assistance of the NINDB, they are 
planning to revise their register system. This 
work has not yet been started. Although Vir- 
ginia has had a registry of blind persons since 
the inception of the Commission, the register, at 
the present time, is not a very satisfactory one. 
The data that have been collected are outmoded, 
and Dr. Mac Farland welcomes the opportunity 
to update their register. They will be revising 
the register system from a keysort to an IBM 
system which will provide more flexibility. 
The register at the present time numbers far 
less than the 10,300 estimated by Dr. Hurlin. 
Thus, in addition to the changeover, Virginia 
will have a big job in locating the people that 
the State is supposed to be serving; namely, the 
unregistered blind. 

Dr. Mac Farland noted that they are very 
fortunate in Virginia in having good coopera- 
tion from the ophthalmologists. The Commis- 
sion operates a few clinics under its own 
auspices, and the doctors in the clinic who are 
associated with the medical college in Virginia 
are also very cooperative and will be very help- 
ful in getting information out to the ophthal- 
mologists so as to obtain their cooperation. 
This cooperation will be absolutely essential if 
the registry is to be meaningful. 


CANADA: Miss Hickling reported that, with 
regard to the Canadian National Institute for 
the Blind, there had not been a great deal of 
progress, but she felt the area in which they 
were doing more than anything else this year 
was the keeping of a current register. She 
thought that the maintenance of this current 
register was going to be a tremendous help to 
them. She pointed out that, as was reported at 
the last Annual Conference, her Institute had 
been functioning in a number of areas similar to 
that of the Model Reporting Area agencies for 
quite some time, and they are working on trying 
to update their register. By the end of the cur- 


rent year they will have over 25,000 persons, 
representing the total blind in the country. It 
was her feeling that they have a very high per- 
centage of the blind reported even if it is not 
the “99 percent” estimated by the former direc- 
tor of the Institute. She felt that the register 
can meet many of the standards of the Model 
Reporting Area. 

The Institute is classifying the causes of 
blindness on all of its registrants using the 1957 
NSPB Standard Classification, which was the 
latest one available when this task was initiated 
some years ago. If there is some evidence that 
the Classification will be stable for perhaps 10 
years or so, then they might consider recoding 
their entire register on the basis of the new 
Classification. 

Miss Hickling mentioned two areas which 
are, at the present time, only in the “thinking” 
stage. The first of these is a plan to set up an 
hereditary index in conjunction with the De- 
partment of Genetics and the Department of 
Ophthalmology at the University of Toronto. 
This may prove very interesting. The second 
deals with some work on a family tree study 
to be done in cooperation with the Canadian 
Diabetic Association which should also prove 
to be interesting. 


Discussion: 


Miss Langg Beran of the Bureau of Family 
Services inquired as to whether any thought 
was given in followup efforts to communicate 
with blind persons through the utilization of 
braille. Mr. Mungovan stated that they had 
tried sending material out in brialle but that 
this caused more trouble than sending letters in 
regular print. Part of the problem is because 
too few people read braille. Thus, it became 
necessary to answer questions of sighted people 
as to “what is in the other letter in brialle.” 
There is no way to identify and keep track of 
those people who only read brialle. Mrs. 
Johnson commented favorably on the approach 
taken by Miss Cole in Vermont where the 
addressee was asked to “please read the entire 
letter,” indicating that this kind of an approach 
would increase responses. 

Mr. Stocker inquired whether any of the 
States have had a successful program that was 
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set up to acquaint doctors of internal medicine 
with the potential inroads of some of the sys- 
temic diseases that bring on blindness. Miss 
Anderson commented that the matter of bring- 
ing to the attention of the medical profession 
statistics on the causes of blindness would be a 
means of their recognizing this area of concern 
to which they must give great attention. Miss 
Anderson and Mr. Stocker agreed that ade- 
quate and reliable statistics on the causes of 
blindness would be helpful to the medical 
profession. 

Miss Anderson noted that the Model Report- 
ing Area program would soon provide cause- 
of-blindness data. Dr. Mac Farland inquired 
as to whether the National Society for the Pre- 
vention of Blindness had not produced such 
statistics some time ago. Mrs. Hatfield noted 
that the NSPB had a very inadequate basis for 
developing such statistics that were produced, 
and that they are now looking forward, 
through the MRA, for the production of better 
statistics in this direction. Miss Hickling 
commented on the practice used in Canada 
where available statistics of this kind have been 
presented to the College of General Practice. 
This approach has proved fruitful not only in 
reaching the ophthalmologists but in reaching 
general practicitioners and others. She said 
it is effective to have such papers presented 
before the local and national medical organi- 
zations. Miss Hickling agreed with Mr. 
Stocker’s observation that, due to lack of ade- 
quate cause-of-blindness information, physi- 
clans are sometimes as surprised as the patient 
when the latter begins to go blind. 

Mrs. Jeffrey noted that Miss Cole, who made 
a study of the increased blindness resulting 
from diabetes in Vermont, presented statistics 
showing the increasing incidence of diabetes as 
a cause of blindness at the Vermont-New 
Hampshire Medical Society annual meeting. 
Also, Miss Cole had an editorial in each of the 
State’s newspapers showing the increase in 
blindness caused by diabetes, encouraging per- 
sons to take advantage of the free examination 
during Diabetes Week. There is a strong 
emphasis in Vermont on publicity in conjunc- 
tion with diabetes and blindness. 

Dr. Zises suggested a brief medical news- 
letter circulated to ophthalmologists and gen- 
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eral practitioners throughout the State might 
prove to be of interest to them. Mrs. Lawlor 
noted that in New York State the Commission 
for the Blind has ophthalmologists, comprising 
a Medical Advisory Committee, who bring 
back to their medical societies information that 
they glean at the Commission’s meetings. Also, 
the Commission’s annual report is sent to all 
individuals on the mailing list or by request. 
Their mailing list includes physicians with 
specialties in internal medicine as well as 
ophthalmologists, optometrists, and various 
agency personnel from State, local, national, 
and international levels. The annual reports 
contain a great deal of statistics relating to 
reported blindness. Mrs. Lawlor also noted 
that they obtain approximately 90 percent re- 
sponse to their mandatory reporting law, and 
that they use annually a mailing of reminder 
letters to all ophthalmologists, hospitals, nurs- 
ing homes, homes for the aged, etc., with regard 
to the mandatory nature of the law on report- 
ing of blindness. Apparently, they obtain an 
influx of newly reported blind persons every 
time the reminder letters are sent out. Thus, 
they feel that the reminder letters are effective. 
They also have a quarterly, “The Field of 
Vision,” which always contains a lead article on 
some aspect of blindness. 

Mrs. Hatfield pointed out the importance of 
obtaining adequately reported information on 
eye reports dealing with the etiology of blind- 
ness. Apparently, this is one of the areas of 
deficiency in some of the eye report forms. If 
good data on cause of blindness are to be 
obtained, this information must be provided. 
Mrs. Hatfield also questioned whether it would 
be desirable, in newsletters, to superimpose 
braille over the regular printing. Mr. Mungo- 
van stated that that had been suggested but that 
he has never tried it. 


V. ACTIVITIES OF THE BIOMETRICS 
BRANCH, NINDB, IN VISION IMPAIR- 
MENT DURING 1962 


In his introductory comments dealing with 
the activities of the Biometrics Branch in the 
area of vision impairment, Dr. Goldstein noted 
that the Biometrics Branch had provided con- 
sultation to all nine MRA States and to 14 non- 


MRA States. In addition, contracts were set 
up to assist five of the MRA States in improv- 
ing their registers. Also, arrangements are 
underway to furnish funds to four non-MRA 
States. He mentioned the holding of a work- 
shop for MRA States and selected non-MRA 
States on the NSPB Standard Classification of 
Causes of Severe Vision Impairment and 
Blindness, which was held in November 1962, 
sponsored by the NINDB and under the tech- 
nical direction of the NSPB. He noted that 
two papers dealing with the purpose, standards, 
and organization of the MRA were prepared by 
Biometrics Branch staff and published during 
the past year. He also noted that a brochure 
dealing with the MRA was prepared. In addi- 
tion, a meeting of the MRA Planning Group 
was held during the year. Other activities of 
the Biometrics Branch related to the conduct of 
specific research dealing with blindness and 
participation on various committees dealing 
with the general field of vision impairment. 


a. CONSULTATIVE AND CONTRAC- 
TUAL ASSISTANCE AND RELATED 
MODEL REPORTING AREA ACTIV- 
TY: 


Irving D. Goldberg, Assistant Chief, 
and C. Morton Hawkins, Statistician, 
Biometrics Branch, NINDB. 


Mr. Goldberg described briefly the develop- 
ment and nature of the brochure which was 
prepared on the Model Reporting Area by the 
Biometrics Branch. The brochure describes 
the purpose, development, standards, and pro- 
gram of the Model Reporting Area, and was 
issued as a joint publication of the Model Re- 
porting Area and the National Institute of 
Neurological Diseases and Blindness. Copies 
are available for distribution. 

Mr. Goldberg noted that for five of the MRA 
States (Connecticut, New Jersey, North Caro- 
lina, Rhode Island, and Vermont), technical 
assistance was provided, upon the request of the 
States, in the revision of their respective regis- 
ters to punchcard systems. This assistance in- 
cluded such aspects as design of register cards, 
internal forms and procedures, codes, etc. Con- 
tracts have been or were in the process of being 
initiated for all of these States whereby assist- 
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ance is provided by the NINDB enabling the 
States to effect these revisions. Mr. Goldberg 
noted that by the end of the year all but two 
States in the Area will have their registers on a 
tabulating-type punchcard system. One of 
these two States will have its register on a man- 
ual marginal puncheard system. Major techni- 
cal assistance was provided to the States of 
Louisiana and New Jersey in revising their 
present register card systems. Some technical 
assistance was provided to Kansas, resulting in 
a revision of its register and punchcard. 

Regarding non-Model Reporting Area States, 
Mr. Goldberg described the assistance given to 
the District of Columbia in initiating a register 
for that area. He noted that this represented 
the first approach the Biometrics Branch has 
taken in assisting the actual establishment of 
aregister. A similar attempt to establish a reg- 
ister for the State of Georgia was also initiated, 
at the request of the Georgia Services for the 
Blind. However, this has not developed beyond 
the planning stage since a number of problems 
are being worked on in an effort to clear the way 
for a satisfactory development of the register. 

Assistance was given to the Oregon State ~ 
Commission for the Blind in evaluating its reg- 
ister system and in making recommendations for 
improvement of the register so as to meet the 
needs of the Model Reporting Area as well as 
the State. It is anticipated that, with addi- 
tional assistance, Oregon will be eligible for 
membership in the Area. 

Mr. Goldberg also reported on the consulta- 
tions which the Biometrics Branch staff has had 
with the New York State Commission for the 
Blind in an effort to assist it in updating its 
register so that it would meet the requirements 
of the Model Reporting Area. It was hoped 
that this might be accomplished within a year 
so that the State could be admitted to the Area. 

Mr. Hawkins indicated that of the remaining 
10 States to whom the Biometrics Branch pro- 
vided consultation or technical assistance, two 
States, Ohio and Virginia, were due to begin a 
revision of their blindness registers in the near 
future. Mr. Hawkins pointed out that, with 
assistance from the NINDB, new tabulating- 
type punchcard systems and updating proce- 
dures would be initiated in the two States, and 
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upon satisfactory completion: of the register re- 
visions, it was expected that Ohio and Virginia 
would become members of the Model Reporting 
Area. 

In addition, it was pointed out that five States 
(Colorado, Indiana, Minnesota, Pennsylvania, 
and Wyoming), which have either voluntary or 
mandatory registers, also requested and received 
the consultative services of the Biometries 
Branch. These States, although interested in 
joining the MRA, cannot meet the standards 
of the Area at this time. Budgetary problems, 
personnel shortages, etc., have prevented these 
States from making any major revisions of their 
registers. 

Mr. Hawkins concluded by stating that the 
Biometrics Branch personnel had discussed with 
the States of Illinois, Michigan, and Tennessee, 
upon their requests, the possibility of establish- 
ing a blindness register in each of the three 
States. Plans for setting up such registers have 
been delayed or temporarily postponed due to 
administrative changes, restrictions on budget, 
etc. However, hope was expressed by each 
State that it might again consider establishing 
a register of blind persons in the near future. 


b. RESEARCH ACTIVITIES 


1. Study of Association Between Factors 
of Pregnancy, Labor and Delivery, and 
the Occurrence of Blindness in Children 
in New York State 


Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB. 


Mr. Goldberg referred to the detailed report 
he presented of the study at the First An- 
nual Conference, and the details relating to 
the study design and procedures are con- 
tained in Appendix G of the Proceedings of 
that Conference. 

The study is being done with the cooperation 
of the New York State Commission for the 
Blind and the New York City and New York 
State Departments of Health. It was initiated 
because of the relatively high proportion of 
blindness in children which appeared to be due 
to prenatal factors. The objective of the study 
is to determine whether mothers of blind 
children are characterized by an excess of 
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selected prenatal and perinatal disorders, as 
compared to mothers of the total population of 
live births surviving the neonatal period (that 
is, surviving the first 28 days of life). The 
study is being done in New York State utiliz- 
ing the register maintained by the New York 
State Commission for the Blind. 

In all, there are approximately 700 cases in- 
cluded in the study, all of whom were born in 
New York State during the period 1948 
through 1960 inclusive, and who were classified 
blind, due to unspecified prenatal or genetic 
causes, by the New York State Commission for 
the Blind. The control group, against which 
the cases are to be compared, is a stratified 
sample of three in every 1,000 recorded live 
births during the 13-year study period in New 
York State, and the controls number some 12,000 
births. Data pertaining to conditions of 
pregnancy, labor and delivery, for both cases 
and controls, were obtained from the confiden- 
tial medical supplement of the respective birth 
certificates, 

To date, all of the necessary information has 
been abstracted from the case records at the 
Commission and from the birth records for 
both cases and controls. The Biometrics 
Branch is now in the process of completing the 
last of the coding of data for the New York 
City births, and this information will soon be 
put on punchcards and tabulations prepared. 
For those cases and controls born in upstate 
New York (that is, outside of New York City), 
the Branch has initiated editing and coding of 
the records. It is expected that these data will 
be completed and transferred to punchcards 
within a few months, after which analysis of 
all the data in the study will be started. 

It is hoped that the analysis will be completed 
by the end of the year and that a report of the 
results will be ready to be given at the next 
Annual Conference. 


2. Study of Survivorship and Causes of 
Death Among the Blind in Massachu- 
setts | 

Eugene Rogot, Statistician, Bio- 
metrics Branch, NINDB. 


Details of this study have been published as 
Appendix H of the Proceedings of the First 


Annual Conference. Mr. Rogot briefly re- 
viewed the purpose of the study and some of its 
salient features. The study objectives are (1) 
to determine survival and sight recovery rates 
for blind persons by age, sex, and cause of 
blindness; and (2) to determine the distribu- 
tion of causes of death among blind persons by 
age, sex, and cause of blindness. These data 
will be compared to corresponding rates 
(and distributions) observed in the general 
population. 

The principal sources of information are rec- 
ords of the Massachusetts Division of the Blind 
and death certificates from the Massachusetts 
Vital Statistics Office. The study population 
consists of all persons first registered blind by 
the Massachusetts Division of the Blind between 
January 1, 1940, and December 31, 1959. The 
closing date for followup is December 31, 1961. 
The definition of blindness being used is the 
MRA definition. 

Data collection began in January 1962 and is 
now nearing completion. Of some 12,000 com- 
prising the study population, data has been 
collected on more than 11,000 persons. 

The final composition of the study group by 
major “status” categories is as follows, in ap- 
proximate numbers: 


Actives (i.e., still blind on the study clos- 
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This last category of about 750 persons con- 
stitutes the “lost to followup” group, and Mr. 
Rogot briefly described some of the work still 
being done with respect to this group. There 
are about 200 in the “unable to locate” category. 
These names are being checked at the Vital 
Statistics Office in Boston and the Catholic 
Guild for the Blind in Newton, Mass. For 
those still not traced, names may be checked 
with other agencies, such as the Metropolitan 
Life Insurance Co. in New York. 

About 530 persons had moved out of State. 
Of these, 488 were reported to have moved to 
one of the 38 States, the District of Columbia, 
or Canada. Letters were written to blindness 
agencies in these 40 areas, requesting followup 
information. To date, responses have been ob- 


tained from all but one area. For 155 persons, 
complete followup information has been ob- 
tained; for another 72, some information was 
furnished. The remaining individuals were 
unknown to the blindness agencies. 

Overall, the excellent cooperation on the part 
of blindness agencies throughout the country 
has helped to reduce the losses to followup and, 
in so doing, will improve the study. Mr. Rogot 
said that, undoubtedly, most of the people pres- 
ent at the Conference have received and re- 
sponded to requests for information and such 
cooperation was appreciated. 


Discussion: 


Mr. Meyer inquired whether any results of the 
study were, as yet, available. Also, he asked 
whether the study investigators were aware of 
the potential adverse effect which certain results 
might have on the possibility of securing in- 
surance by blind people. Mr. Rogot noted that 
it would still take a few months before any data 
are available. Mr. Goldberg commented that 
the only study relating to survivorship of the 
blind, about which the Biometrics Branch is 
aware, was performed by an insurance company, 
and the findings were not to the advantage of 
blind persons. That study was done on a 
highly selective population of totally blind in- 
dustrial policyholders. Mr. Goldberg hoped 
that the present study would prove more bene- 
ficial to blind persons than the results of the 
earlier study. 


3. Study of Association of Perinatal Fac- 
tors with Strabismus in Negro Children 


Dr. Hyman Goldstein, Chief, Bio- 
metrics Branch, NINDB. (See Ap- 
pendix E for the detailed paper which 
is summarized below.) 


Dr. Goldstein reported on a retrospective 
study of the association of perinatal factors with 
strabismus in Negro children which is just get- 
ting underway. The objectives are (1) to de- 
termine whether mothers of Negro children with 
strabismus are different from mothers of Negro 
control children in reported prenatal and obste- 
tric complications; (2) to determine whether 
the distribution of birth weights of children 
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with strabismus is different from that of chil- 
dren selected as controls. 

The records of the Wilmer Eye Clinic of the 
Johns Hopkins Hospital, Presbyterian Hospi- 
tal, and the Baltimore City Eye-Ear-Nose-and- 
Throat Hospital, all in Baltimore, Md., will be 
used for selecting study cases. Birth certifi- 
cates in the Baltimore City and Maryland State 
Health Departments will be used for selection 
of controls. Information on prenatal and ob- 
stetric complications will be obtained from hos- 
pital records in a manner such that the abstrac- 
ter will not know whether the individual in- 
volved was a case or control in order to insure 
against potential bias in recording of informa- 
tion. 

The case study group (400 children) will 
meet the following criteria: (1) Each child 
must have had a diagnosis of strabismus at any 
of the hospitals indicated above. Strabismus 
is defined as a constant extraocular muscle im- 
balance characterized by esotropia or exotropia 
(cases of esophoria and exophoria will be ex- 
cluded). The cases need not now be alive nor 
current clinic cases. (2) The child must have 
been born in a Maryland hospital on or after 
January 1, 1950, and diagnosed with strabismus 
before January 1, 1963. (3) Only single-born 
children (confirmed from hospital records) are 
eligible for inclusion. (4) Selection will be by 
date of diagnosis, beginning with the most re- 
cently diagnosed cases. 

The control group will be selected from birth 
certificates and matched with the cases on the 
following variables: (1) date of birth (next 
registered birth matching on all other relevant 
variables) ; (2) place of birth (same hospital) ; 
(3) sex; (4) maternal age (within broad age 
groupings). All originally matched controls 
who die in the neonatal period (under 28 days) 
will be replaced by appropriately matched neo- 
natal survivors. 

The cases and controls will be compared on: 
(1) birth weight distribution; (2) prenatal 
care; (3) prenatal complications; (4) past ob- 
stetrical history; (5) fetal presentation and 
position; (6) type of delivery; (7) length of 
labor; (8) complications of delivery; (9) ab- 
normalities of infant; (10) length of gestation. 
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Vi. THE NATIONAL SOCIETY FOR THE 
PREVENTION OF BLINDNESS STAND- 
ARD CLASSIFICATION OF CAUSES OF 
SEVERE VISION IMPAIRMENT AND 
BLINDNESS 


a. STATUS REPORT 


Dr. Ralph G. Hurlin, Chairman, Com- 
mittee on Operational Research, Na- 
tional Society for the Prevention of 
Blindness. 


Dr. Hurlin briefly reviewed the history of the 
Standard Classification. It was developed by 
a Committee on Statistics of the Blind, spon- 
sored by the American Foundation for the Blind 
and the National Society for the Prevention of 
Blindness. The Committee made changes in the 
Classification as it was used in the first studies 
of causes of blindness of pupils in schools for 
the blind, which studies were later continued 
by the National Society for the Prevention of 
Blindness. A revision of the Classification was 
made by the Committee when, in the early 
1940’s, it was adopted for use in a study of recip- 
ients of Aid to the Blind by the Social Security 
Administration’s Bureau of Public Assistance. 
Further changes in the Classification were made 
in 1957 and again in 1960. 

In 1961 the Biometrics Branch, National In- 
stitute of Neurological Diseases and Blindness, - 
made its decision to launch the Model Reporting 
Area for Blindness Statistics (MRA) project 
and proposed to make use of the Standard Clas- 
sification. That decision led the National So- 
ciety’s Committee on Operational Research, 
which is now responsible for the Classification 
as successor to the former Committee, to under- 
take a thorough re-examination of it and to 
make such further revision as seemed desirable 
before its use by the Model Reporting Area 
began. 

This re-examination on the part of the So- 
ciety’s Committee began in 1961 and continued 
through most of 1962. In October 1962 the 
Committee, through its subcommittee working 
on this project, submitted to MRA its proposal 
of the revised Classification for use by the par- 
ticipating agencies*in 1963. The revision was 
presented and discussed at the Workshop held 
at the end of November 1962. 


It is hoped that the present revision will be _ 


all that is needed in the near future. That 
decision, however, should not be the decision of 
the Society’s Committee alone, but should be 
participated in by the MRA personnel and the 
member agencies. It is also hoped that a care- 
ful assessment of MRA members’ use of the re- 
vised Classification can be made within the next 
few months, and if further changes are indi- 
cated that they can be made well before the end 
of this year in preparation for next year’s use. 

In this connection, Dr. Hurlin emphasized 
that while it is very desirable for many purposes 
to avoid undue changes in a device of this kind, 
progress demands that, when defects are recog- 
nized, changes be made. It is better to provide 
for comparability in the future than to preserve 
comparability with the past by continuing use 
of a device in which there are serious faults. 
Therefore, he hoped the standardization would 
not be so rigid that one would avoid making 
changes in the Classification if they are needed. 

Improvements can be made in a device of this 
kind without destroying essential comparability 
with resuts obtained by use of the device in the 
past. The Classification that is now being used 
by the MRA agencies is basically the Classifica- 
tion that was devised by the Committee on Sta- 
tistics of the Blind in the early 1930’s, and 
essentially the Classification that was used in the 
Aid-to-the-Blind study in the early 1940's. 
There are important differences, but they do not 
prevent many useful comparisons. 

The Committee recognizes that merely the 
formulation of a standard list of categories of 
causes of blindness will not guarantee the 
production of useful cause-of-blindness statis- 
tics. It is necessary to go much further than 
that—to standardize the procedures and the 
instruments used in obtaining the cause data 
from physicians, in editing them, and in deter- 
mining the items to be tabulated. 

Therefore, the Committee of the National 
Society undertook in 1961 to revise not only 
the Classification but also the manual of pro- 
cedures that should go with it. Unfortunately, 
for various pressing reasons, the Committee has 
not yet satisfied that obligation. However, 
progress was made on the Committee’s task dur- 
ing 1962. Presented at the Workshop held last 


November was a newly constructed instrument 
(which represented a very great amount of 
work) for use in preparing cause statistics from 
the diagnostic reports of reporting physicians. 
That is the new Index of Diagnostic Terms. 

The status of the Index of Diagnostic Terms 
is exactly that of the Classification itself. If 
was proposed for use by the participating 
agencies in 1963. The Committee would like to 
regard this year as a test period for both the 
Classification and the Index. Decision should 
be reached well before the end of this year as 
to whether either or both need changes before 
further use is made of them in 1964. 

The Committee also did a great amount of 
work during 1962 on still another instrument— 
the report form for obtaining diagnostic infor- 
mation from the reporting physicians. A 
draft of that was also presented at the Work- 
shop in November. The latest draft of the re- 
port form has been put in print. This form 
represents a great deal of consideration as to 
what should be asked to get all of the informa- 
tion that is needed concerning the cause of 
blindness in order to assure comparability of 
reported cause data. The section specifically 
dealing with cause information is the most im- 
portant part of the form from that point of 
view, but other parts of the form contribute 
information that is needed in evaluation and 
analysis of reported cause data. The Commit- 
tee considers this draft of the form to be the 
best manner in which to ask physicians to re- 
port information on causes of blindness. The 
MRA itself must decide to what extent the re- 
port forms used in its project should be 
standardized. 

The Committee sees no great objections to re- 
arrangement of the contents of the form, or to 
its expansion to include some other information 
that may be needed. However, Dr. Hurlin 
stressed the fact that this is a physician’s re- 
port form, and the Committee feels it does not 
ask for anything unreasonable from the physi- 
cian. Other report forms may be needed for 
obtaining some of the information that may be 
desired concerning registrants. 

The Committee hopes to produce the manual 
for the Standard Classification and include in 
it suggestions for standard procedure in order 
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to meet most of the problems that are being 
experienced in coding the cause data. 


Discussion: 


Mr. Friedensohn asked if there were some 
confusion in that other groups and committees 
were also working in the area of classification, 
such as the Vocational Rehabilitation Adminis- 
tration project on rehabilitation codes in the 
area of visualimpairment. He wanted to know 
what the relationship was between that project 
and the NSPB Standard Classification. Mrs. 
Hatfield stated that the Vocational Rehabilita- 
tion Administration project is an extensive im- 
pairment code which is somewhat different from 
the National Society for the Prevention of 
Blindness Classification. She pointed out that 
both she and Dr. Richard Hoover were on the 
committee concerned with rehabilitation codes, 
so that there is some coordination between the 
activities of that committee and the NSPB 
Classification. 

Mr. Friedensohn also inquired as to whether 
there was any coordination of efforts regard- 
ing the different physicians’ eye report forms 
which were being proposed by the Bureau of 
Family Services and by the NSPB. Mr. Gold- 
berg mentioned that there has been a great deal 
of liaison and communication between the per- 
sons and agencies concerned with both of the 
proposed report forms. He noted that the 
terminology and other aspects will be essen- 
tially identical in the final versions of both 
forms. Mr. Friedensohn said that a few 
ophthalmologists who had reviewed the pro- 
posed Bureau of Family Services form thought 
that the form was too long. Mrs. Hatfield 
mentioned that the NSPB has been able to put 
its proposal on a single page so that the form 
does not look too lengthy. 

Regarding the instructions for conducting 
the eye examination, Mr. Stocker suggested that 
work should be done through the medical 
schools to instruct doctors on standard pro- 
cedures for measuring eyesight. 

Other comments were made by Dr. Mac Far- 
land and Miss Anderson relating to the Voca- 
tional Rehabilitation Administration project 
and the Study of Characteristics of Blind Per- 
sons requested by the Bureau of Family Serv- 
ices, both of which studies were time consum- 


18 


ing. The fact that these activities came about 
at the time that the Model Reporting Area was 
being established and the various States were 
updating their registers, as well as the fact that 
some of the standards were in a state of flux, 
complicated the situation. 

Miss Anderson commented that the reported 
decrease of Aid to the Blind recipients is un- 
doubtedly due to the fact that blind persons are 
now receiving other types of assistance prefer- 
entially. It was her hope that when the next 
planned study comes about in four years, there 
will be uniform standards of classification 
which will be used by the Bureau of Family 
Services. Dr. Hurlin explained that there has 
been communication between the NSPB and the 
Bureau of Family Services in their proposed eye 
examination report forms and he anticipates 
that both forms will have identical questions 
where the area of content is the same. Mrs. 
Hatfield noted that ophthalmologists do not all 
use the same standard procedures for examina- 
tion of the eyes, but it was hoped that the pro- 
cedures recommended on the eye report form 
would be followed uniformly. 

Mr. Meyer mentioned the problem of getting 
information from ophthalmologists which must 
be taken into account in developing eye report 
forms. Dr. Goldstein noted that the general 
topic of cooperation from ophthalmologists 
was to be covered in a roundtable discussion the 
following day. It was agreed that this sub- 
ject be discussed further at the roundtable dis- 
cussion, at which time related matters, such as 
cooperation from agencies, might be discussed. 


b. PROBLEMS IN CODING CAUSES 
OF SEVERE VISION IMPAIRMENT 
AND BLINDNESS 


Mrs. Elizabeth M. Hatfield, Consultant 
in Statistics National Society for the 
Prevention of Blindness. 


Mrs. Hatfield prefaced her remarks with a 
greeting from Dr. John W. Ferree, Executive 
Director, National Society for the Prevention of 
Blindness (NSPB), who was unable to attend 
the Conference due to a National Society for 
the Prevention of Blindness Board meeting. 

The experience of the National Society with 
coding causes of blindness up until a year ago 


was based mainly on studies by the Society on 
causes of blindness in children of school age, 
which have been carried on periodically over 
the past 80 years. The last study covered the 
1958-59 school year. For this study about 
7,500 eye examination reports were recoded for 
children enrolled in residential schools for the 
blind, and in public school classes for blind and 
visually impaired. Work on these records pro- 
vided a good idea of some of the problems in- 
volved in coding cause-of-blindness data, but 
causes are different for the school-age group 
and so are some of the problems. 

In the past year the NSPB had an oppor- 
tunity to review records for adults. To be- 
come familiar with the problems of coding 
adult causes of blindness, the Model Reporting 
Area (MRA) States and New York State were 
asked to send the NSPB a sample of new cases 
for the first half of 1962. These were reviewed 
in preparation for the development of an In- 
dex of Diagnostic Terms. Many problems and 
the need for special instructions were noted. 
These records were also used in preparing ma- 
terials for the Workshop on Classification of 
Causes of Blindness which was held last fall. 

At the Workshop it was proposed that the 
members of the MRA participate in a quality- 
control program. The plan for such a pro- 
gram is based on that carried on by the Na- 
tional Vital Statistics Division for the coding 
of causes of death to insure that comparable 
data would be obtained from the State vital 
statistics offices where the coding was done. 
Such a program was offered as a service to the 
MRA States by the National Society for the 
Prevention of Blindness and participation was 
to be voluntary. The primary objectives of the 
quality-control program are: (1) to evaluate 
the comparability of the coding, (2) to evalu- 
ate the adequacy of the reports of diagnostic 
information, and (3) to test the Classification 
and the Index of Diagnostic Terms which were 
presented at the Workshop. The quality-con- 
trol program will also serve to identify specific 
problems for which special instructions are 
needed. 

Participation in the program has been rather 
disappointing. Only six of the States have 
sent in a sample of records for review. To 


date, 109 records from five States have been 
checked. 

The review has revealed that about 40 per- 
cent of the records have inadequate informa- 
tion for classification purposes. They can be 
coded on the basis of the information reported, 
but the classification could be more accurate 
if additional information were available. For 
these cases it was suggested that the examining 
ophthalmologist be queried for the required in- 
formation or a clarification of the report. 
Since there were many records which were in- 
adequate or incomplete, many cases fell into 
the “No Report” category. Unfortunately, 
this occurred most frequently for “etiology,” 
which is actually the most important cause in- 
formation needed for a prevention of blindness 
program. 

It is quite difficult to evaluate the coding of 
cause-of-blindness data because of the variety 
of report forms which are now in use. The 
most outstanding problem in the collection and 
coding of data on causes of blindness is the re- 
port form. Any report on eye examination 
must be geared to the classification system, 
which happens to be a twofold one. One can- 
not hope or expect to secure adequate report- 
ing of cause of severe vision impairment or 
blindness if it is not asked for specifically. 
Many of the reports which were reviewed ask 
for diagnosis without a specification of what is 
desired, that is, in the terminology currently 
in use, primary or secondary affection and eti- 
ology. Others request primary or secondary 
affection but do not require the examing opthal- 
mologist to designate which is the primary and 
which is the secondary affection. The diagnos- 
tic information on such reports, therefore re- 
quires interpretation and a decision on the part 
of the coder or the reviewing ophthalmologist. 
On still other forms, the item for diagnosis was 
found to be separated from that for etiology by 
several other non-related items. As a result the 
etiology item was frequently overlooked. A 
standard report form will not solve all of the 
problems, but it will be very helpful in securing 
the kind of information needed to classify 
accurately the causes of severe vision impair- 
ment or blindness. 
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Experience with coding causes of blindness 
has indicated that the forms currently in use 
do not seem to be producing the type of diag- 
nostic information required. Accordingly, 
this was given very careful consideration in the 
design of a standard form. An effort was made 
to develop a section on diagnostic information 
which would be a guide to the ophthalmologist 
in arriving at the underlying cause to be coded ; 
that is, the underlying affection or eye condi- 
tion which started the sequence of events which 
led to blindness and the etiology, or under- 
lying cause of this affection. 

On the proposed standard form the terms 
“primary” and “secondary” were avoided be- 
cause they do not appear to be clearly under- 
stood. The term “etiology” was retained, how- 
ever, but was defined as “underlying cause.” 
The proposed form should secure the type of 
information needed, but it may be necessary to 
educate ophthalmologists in its use so they will 
understand it. 

Another problem relating to eye report forms 
is the use of different forms by an agency or by 
different agencies within the same State. It 
is hoped that the cooperation of many of these 
agencies can be secured in standardizing the eye 
report form at least on certain items. This is 
especially important for the diagnostic section, 
because that is the one particularly concerned 
with getting adequate cause information. 

A form is being developed which will be rec- 
ommended to the schools to be used for report- 
ing the legally blind and the partially seeing. 
The work on this school form has been coordi- 
nated with that on the one proposed for the 
MRA. It has been standardized on all of the 
pertinent sections, with the addition and modi- 
fication of certain items of particular impor- 
tance to the educator. 

It would not be possible to develop just one 
form which would be useful for all agencies. 
One must start with a basic standardized form 
and then modify that or add to it to meet the 
special needs of each agency. If the standard- 
ization of certain sections on all eye report 
forms can be secured, solution of the problem 
of getting uniform reporting will have gone a 
long way. 
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With regard to old eye reports now in the 
files, in most cases it will be impossible to ob- 
tain better data than that which is already at 
hand. These can only be coded to the best of 
one’s ability but, to insure as much uniformity 
as possible, procedures must be standardized 
so as to make the same assumptions and the 
same interpretations. Attempts will be made to 
provide special instructions in the handling of 
these records through special communications 
and the manual of instructions. It should be 
kept in mind that any cause tabulations which 
are prepared from these records must be inter- 
preted in the light of the limitations imposed 
by the diagnostic information available. 

There is not much one can do, then, with the 
old records, but efforts can be started right now 
to improve reporting for 1963 and the future. 
Even if the old form is still in use, the ophthal- 
mologist can be informed of the program and 
the need for adequate diagnostic information. 
A query should be made on every record, if nec- 
essary, to obtain the kind of mformation 
needed. 

Another major problem in the coding of 
causes of blindness is the lack of understanding 
on the part of many examining ophthalmolo- 
gists as to what is desired or needed for classifi- 
cation purposes. They do not know about the 
Standard Classification itself or the agency’s 
program. A query program will yield better 
reporting from a majority of the ophthalmolo- 
gists, but they must know what the agency is 
doing. It will be helpful to send them infor- 
mation about the agency program and summary 
statistics about causes of blindness and the 
characteristics of the blind population derived 
from eye reports. This will also be helpful in 
selling them on the idea of reporting all blind 
persons even though some, perhaps, may not 
want to be reported. It would be important in 
all cases to assure the ophthalmologist that such 
persons will not be contacted by the agency if 
they are not interested in a service. 

A number of other problems were noted in 
reviewing the records. One is the lack of com- 
pleteness of reporting of items other than diag- 
nosis. Much of this information, particularly 
on the old reports, is necessary to determine the 
cause of blindness. For example, if a different 


cause is given for each eye, the year of onset 
isimportant. Frequently, year of onset and age 
are missing and a greater effort should be made 
to secure this type of information insofar as pos- 
sible. 

The interpretation of reported diagnostic in- 
formation presents another problem, partic- 
ularly in the coding of the old records. The 
most important thing is to be consistent in what- 
ever interpretation is made. 

Another problem is related to the use of the 
Index. It appears that there are some inade- 
quacies in the Index. Some diagnostic terms 
have been omitted and some changes may be 
required in the code assignments. Also, it ap- 
pears that the Index is not being used consist- 
ently in coding. Apparently some of the coders 
are using the Classification alone and assigning 
code numbers to the best of their ability. They 
should use the Index which has been designed 
as an aid to the coder in classifying causes not 
specifically listed in the Classification. It 
would be very helpful to have suggestions from 
the consultant ophthalmologists and coders re- 
garding the Index and Classification, and notes 
concerning the interpretations made of indi- 
vidual records. It would not be desirable to 
make any changes in the Index or print it with- 
out first knowing how well it is working. 

There are a number of problems for which 
special instructions are required. One of these 
is the case in which a different diagnosis is re- 
ported for each eye. The instructions that were 
given were to code to the last eye to go blind. 
This becomes a real problem when one does not 
know which eye went blind last. It has been 
suggested that the cause, in such cases, be as- 
signed to the eye with the most vision. Perhaps 
this is the thing to do. It will be necessary to 
determine the most appropriate way to handle 
such cases in the event that it is not possible 
to obtain additional information. 

Another problem which requires further 
consideration and possibly special instructions 
is in the coding of the etiologies for certain con- 
ditions. For example, according to the Index, 
all retinitis pigmentosa is hereditary. But sup- 
pose the ophthalmologist reports a different 
etiology or none. Does one disregard whatever 
was reported and assign the etiology to hered- 
ity? The case of blindness due to chorioreti- 
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nitis is another example. For this condition, the 
Index does not allow for an etiology of “con- 
genital” and yet many ophthalmologists report 
chorioretinitis due to this cause. Actually, in 
many of these cases, this eye condition is prob- 
ably caused by a prenatal or postnatal infection. 
To be consistent these cases must be coded ac- 
cording to the Index. 

Conditions which are not causes of severe 
vision impairment or blindness also present a 
problem. Occasionally an ophthalmologist will 
report a condition which is not included in the 
Classification or the Index, such as a condition 
of the lids, the lacrimal glands, or the conjunc- 
tiva. These are not acceptable as causes of 
blindness according to the Committee’s con- 
sultant ophthalmologists. Therefore, the ex- 
amining ophthalmologist should be queried for 
the part of the eye, the internal eye, that is, 
which has been affected. Perhaps this condi- 
tion has led to an infection of the cornea or 
uveal tract. 

All the different types of cases which present 
unusual coding problems will be brought to the 
attention of the committee working on the man- 
ual of instructions for their consideration. 
Changes will be made in the Index if deemed 
advisable or special instructions provided for 
handling such cases. 

The problem of “human” errors in code as- 
signments is not a serious one. The coders on 
the whole are quite consistent with the Index. 
With experience it is anticipated that such 
errors can be kept to a minimum. 

Differences in terminology of the Index as 
compared with terminology reported creates a 
real problem. The terms included in the Index 
were considered to be the “best” terms. How- 
ever, In practice, diagnoses are not always re- 
ported in the terms which may be found in the 
Index. One solution would be to include more 
of the terms used by the examining ophthalmol- 
ogists. Another, and perhaps the better way, 
would be to acquaint the ophthalmologists with 
the Classification and Index and acceptable 
terminology. When the revision of the Classi- 
fication is completed, printed copies will be 
made available for distribution to all ophthal- 
mologists in the States. This may be helpful 
in correcting this situation. 
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With regard to future plans, the quality-con- 
trol program will be continued if the States 
wish to participate. This is essential if reliable 
and comparable data on causes of severe vision 
impairment and blindness are to be developed. 
Hopefully, all States will recognize the value 
of this program and give their cooperation. It 
would be helpful if the reports could come in 
to the NSPB regularly each month so that a 
regular office routine could be established for 
processing and reporting the review findings 
promptly. In addition, Mrs. Hatfield hoped it 
will be possible for her to visit each State at an 
early date to learn firsthand about their prob- 
lems and review additional records. 

Attempts will be made to resolve soon the 
problems requiring special instruction, and a 
memorandum or newsletter will be issued setting 
forth the proper procedure for handling them. 
Then, periodically as may be required, any spe- 
cial instructions, or changes which need to be 
made in the Index or in coding assignments, will 
be issued so that consistency may be maintained. 

More experience with the coding of actual 
records is needed before a manual of instruc- 
tions can be prepared. Hopefully, this can be 
accomplished before the end of this year 
through the continuation of the quality-control 
program, visits to each State, and communica- 
tions with the supervising or consultant oph- 
thalmologists.. Mrs. Hatfield emphasized that 
the evaluations and suggestions of the super- 
vising or consultant ophthalmologists are par- 
ticularly valuable, and any criticisms and/or 
suggestions which they may have regarding the 
Classification and Index would be helpful in 
insuring uniform use of the coding instruments 
and consistent interpretation of the records. 
She hoped that such suggestions and criticisms 
would be transmitted to the NSPB. 


Discussion: 


Dr. Goldstein suggested that the MRA States 
take advantage of the opportunity which Mrs. 
Hatfield and the National Society is offering in 
providing a service whereby they will review 
eye report forms in an effort to arrive at a work- 
able and useful classification. Confidentiality 
of the eye report forms will be maintained. 
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Dr. Schwartz mentioned another problem 
that might be considered; namely, that in a 
sizable number of cases of blindness, the etio- 
logic diagnosis might be quite indeterminable 
depending on the stage of blindness at which 
the ophthalmologist first sees the patient. This 
may be due to the fact that many of the so-called 
disease entities that may ultimately lead to 
blindness might possibly follow the same path- 
way. Thus, it may be impossible at a certain 
stage, lacking a good history, to tell why a given 
patient is blind. 

Dr. Goldstein pointed out that the practicing 
ophthalmologist’s diagnosis is not being ques- 
tioned, but rather, the concern relates to the 
classification of the diagnosis that is given. 
However, the point raised by Dr. Schwartz was 
important, and improvement in diagnosis, in 
many cases, is related to securing an adequate 
history. Mrs. Hatfield noted that the problem 
raised has been recognized, but she said it would 
be helpful if one could get the ophthalmologists 
to write their impressions on the report form, 
including such comment as “impossible to de- 
termine.” When he leaves the sections on diag- 
nosis blank, it is not possible to determine 
whether he has tried to diagnose the cause of 
blindness or whether he just failed to report it. 

Mr. Meyer inquired whether in most instances 
the diagnosis, as reported, appeared to be rea- 
sonable. He pointed out that the problem is not 
simple in that it relates not only to some 50 
agencies but to thousands of ophthalmologists 
and optometrists. He thought that one could 
rely on the ophthalmologist’s statement regard- 
ing the condition of the patient at a particular 
time, but the problem as to what conditions of 
the system actually led to the eye condition (e.g., 
glaucoma) is a medical one which, perhaps, 
would best be determined on the basis of some 
kind of research rather than reliance on a con- 
glomeration of opinions of a wide number of 
ophthalmologists and other persons in individ- 
ual cases. If one could obtain an overview of 
the diagnosis, and then as a medical problem, 
determine how these diagnoses originate in sys- 
temic disease, one could get at the etiology more 
accurately. 

Mr. Friedensohn raised a concern about the 
wide variety of eye report forms which, it ap- 


pears, will soon be recommended to States. 
The presence of existing State eye report forms, 
the form recommended by the National Society 
for the Prevention of Blindness, the interests 
of the Model Reporting Area in this connec- 
tion, the Vocational Rehabilitation Adminis- 
tration activities in this direction, the interests 
of medical societies, and reports relating to 
children with visual impairment, would result 
in a wide variety of eye report forms coming 
to ophthalmologists and would create confusion. 
He felt that more concern should be given at 
this time with regard to uniformity so that one 
knows what one is doing. Mrs. Hatfield indi- 
cated that one of the objectives of the NSPB 
report form proposal has been to achieve uni- 
formity by incorporating the interest of such 
agencies as the Vocational Rehabilitation Ad- 
ministration, the Bureau of Family Services 
(Aid to the Blind), etc. The aim has been to 
at least standardize certain sections of the re- 
port forms. Mrs. Hatfield further indicated 
that the NSPB proposed form would be dis- 
tributed to agencies to use as they see fit, but it 
is hoped that the proposal will be sufficiently 
standardized so that the agencies would be able 
to adopt it in its basic format and content. 

Mr. Meyer commented on the responsibilities 
of agencies for the blind to service the persons 
entitled to such assistance, and noted that they 
are not fundamentally oriented toward the 
things that are required for prevention of blind- 
ness. He indicated that he was completely sold 
on the program that has been initiated here, 
but he felt that one had to recognize the ob- 
stacles which the various agencies are up 
against, and that one should not attempt to do 
too much at the risk of failing in the various 
objectives. 

Dr. Hurlin was impressed with Mr. Frieden- 
sohn’s concern. He pointed out the great deal 
of consultation from ophthalmologists, etc., 
which has gone into the NSPB eye report form 
proposal. He agreed with Mr. Friedensohn’s 
emphasis that various organizations and agen- 
cies, whether or not present at this Annual 
Conference, which have an interest in the con- 
tent of eye report forms should be reached. 
He thought that the Model Reporting Area, 
through the Biometrics Branch, NINDB, which 


is sponsoring the MRA project, is in the best 
position to bring the various agencies together 
to see if some agreement can be obtained at 
least on the essential items that should be in- 
cluded on eye report forms, before any “stand- 
ard form” is put into operation. He recom- 
mended that the Biometrics Branch bring rep- 
resentatives of these agencies together for that 
purpose. 

Mr. Gambaro pointed out that the ultimate 
success of the eye report form is also at stake 
because a substantial number of such reports 
would be purchased by agencies, and if they 
become an official form of the agency, the phy- 
siclan or the ophthalmologist is more likely to 
fill it out according to the official requirements. 
Thus, he felt that ultimately it will contribute 
to the success of the form if there is some con- 
tact with the Vocational Rehabilitation Admin- 
istration and other agencies. 

Dr. Goldstein said that he would look into 
the matter of getting representatives of the var- 
lous agencies together for this purpose. 


Vii. ROUND TABLE—ENLISTING THE CO- 
OPERATION OF OPHTHALMOLOGISTS 
IN REPORTING CASES TO THE BLIND- 
NESS REGISTER 


Chairman: Dr. Claude S. Perry, State 
Supervising Ophthalmologist, Divi- 
sion of Services for the Blind, Ohio De- 
partment of Public Welfare. (See 
Appendix F for detail of Dr. Perry’s 
opening remarks.) Dr. Perry’s com- 
ments and the roundtable discussion are 
summarized below. 


SUMMARY: 

In opening the roundtable discussion, Dr. 
Perry noted that the subject of the roundtable 
related to ophthalmologists and the State blind- 
ness registers. He noted, however, that in some 
States optometrists and osteopaths, in addition 
to ophthalmologists, are legally required to re- 
port blind individuals. Thus, it is necessary for 
the State ophthalmologists reviewing the re- 
ports to determine whether such reports are 
adequate. In remote areas, he noted, it may not 
be possible to obtain ophthalmological examina- 
tion. 
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Dr. Perry stated that there were two ap- 
proaches to the problem of enlisting the coop- 
eration of ophthalmologists in reporting cases 
of blindness to the register. One is the volun- 
tary cooperation of the ophthalmologist and 
the other is on a mandatory basis. 

From a voluntary standpoint the privileged 
communication of the patient to the doctor must 
be considered along with the increasing concern 
involving the medical-legal aspect of violating 
such privileged communication by lawsuit. 
Some blind persons may not wish to be placed 
on a registry. 

Dr. Perry thought that a mandatory basis for 
reporting, as exists in some States, would pro- 
vide a lever, a “legal permission” so to speak, to 
report blind individuals that come to the doc- 
tor’s attention. With reference to the manda- 
tory reporting, Dr. Perry felt that the objection 
based on “socialization of medicine” and “just 
another paper to fill out” could be overcome 
through a program of education. With the co- 
operation of the ophthalmologists, other medical 
practitioners, optometrists, and private and 
public agencies, Dr. Perry thought that only 
very few blind persons would not be reported. 
However, he noted that in certain areas of some 
States special methods would be necessary to 
secure reports. 

In concluding his opening comments, Dr. 
Perry stated that the Model Reporting Area 
program was necessary and that the reporting 
should be uniform throughout the entire nation. 
There is no question of the importance of the 
program, but it comes down to the point of 
asking what information is needed. If the costs 
are not too great, the more information avail- 
able now the better the situation will be as con- 
cerns future progress in medicine. 

Mr. Friedensohn described a project whereby 
the New York State Commission for the Blind 
worked with the Department of Motor Vehicles 
to identify all persons on the register over the 
age of 15 or 16 years who had drivers’ licenses 
in the State, by matching this portion of the 
register against the roster of holders of drivers’ 
licenses. Persons whose names matched were 
called in by the Motor Vehicles Department for 
visual reexamination. Some were found to be 
blind and, hence, had to surrender their licenses. 
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However, upward of a couple of hundred were 
found to have passed a vision examination. 
Thus, this project identified persons whose 
vision was restored, largely through cataract 
surgery, and hence should have been removed 
from the register. This project created some- 
what of a medical-legal question, referred to by 
Dr. Perry, in that the information sent to the 
Commission by the ophthalmologists consisted 
of privileged reports. Apparently, the patients 
involved raised some objections. The attorney 
general of the State felt the holding of a driver’s 
license was a right that every citizen had, not 
a privilege. To have this right taken away 
raised legal questions, and the ophthalmologists 
were raising that issue. 

Dr. Perry commented that they had been 
trying to fight the same situation in Ohio over 
the last 10 years so that the privileged informa- 
tion could be given to the State highway depart- 
ment. Each time, however, they were advised 
by their lawyers that they might be liable if the 
information were used outside their own de- 
partment. 

Mr. Friedensohn mentioned an approach 
taken in New York whereby they encouraged 
articles to be written by ophthalmologists in the 
State Medical Journal and the State Ophthal- 
mological Journal. The information for the 
articles was provided by the Commission and re- 
lated to various aspects, including available 
services through public and voluntary agencies 
for the legally blind, etc. They found that re- 
porting increased for a few months after the 
articles appeared in the medical journals, and 
Mr. Friedensohn felt that it helps if the ophthal- 
mologist knows the benefits derived from report- 
ing of blind persons to the Commission. Mr. 
Friedensohn noted that out of this effort a pam- 
phlet on special privileges and benefits to blind 
people was developed. Dr. Perry agreed to the 
value of the medical journals in this regard, and 
he noted that the same approach has been used in 
Ohio where he had written articles for the State 
Medical Bulletin. Dr. Perry noted that the 
Division of Services for the Blind also used 
media as the State ophthalmological meetings 
and personal visits by the Division’s nurses to 
the ophthalmologists throughout the State. 
Answering questions raised by the ophthalmolo- 


gists and finding out what is disturbing them is 
the best method of obtaining their cooperation. 

Miss Anderson also commented on the im- 
portance of orienting ophthalmologists to the 
available services, such as talking books. A 
program of education among the agencies and 
ophthalmologists, channeled through nursing 
and social service staff, has been effective in 
North Carolina. Also, use is made of booklets 
relating to available services. One of these 
booklets has incorporated aspects relating to the 
Model Reporting Area program. The pam- 
phlets are intended for both doctors and their 
private patients. 

When asked for his opinion regarding the at- 
titude of ophthalmologists toward mandatory 
reporting of blindness, Dr. Perry indicated that 
he has no actual cross-sectional knowledge about 
it. However, if possible to do so, he might bring 
this matter to the attention of his own ophthal- 
mological society to obtain some opinion regard- 
ing the feelings of that group. However, he 
thought that probably no definite conclusion 
would be arrived at in any one meeting. 

Mr. Gambaro noted that the Medical Society 
in the District of Columbia has endorsed legisla- 
tion in this regard, i.e.. mandatory reporting, 
but he inquired whether Dr. Perry, in his con- 
tacts with ophthalmologists, had an idea as to 
the attitude of ophthalmologists without a for- 
mal resolution by their Society. It was Dr. 
Perry’s feeling that, because the ophthalmolo- 
gists are aware of the importance of a program 
such as the Model Reporting Area and the de- 
sirability of obtaining medical statistics, they 
would be in favor of compulsory reporting. He 
noted that unless there are “teeth in the law,” 
one could not expect to obtain 100 percent co- 
operation. Moreover, the compulsory aspect 
would provide support to the doctor for report- 
ing, since he would not have to be worried about 
a lawsuit relating to privileged communication. 

Regarding the matter of confidentiality, Mr. 
Friedensohn noted that in New York State they 
removed the word “confidential” from the medi- 
cal reports so that the report is now simply 
called “medical report.” Dr. Perry did not 
know what the word “confidential” might mean 
in court in a situation of mandatory reporting. 


Mr. Meyer raised a question of what kind of 
teeth could be put into a mandatory report law 
in order to make the law effective. Comments 
by Mr. Friedensohn, Dr. Goldstein, and Mr. 
Goldberg indicated that variations in the word- 
ing of the mandatory laws in the various States 
and the willingness of agencies to actually 
prosecute was the matter at issue. It was sug- 
gested that while putting teeth in a law may 
not actually help, the mandatory report law 
itself provides a lever to the agency for getting 
better reports and also provides a safeguard to 
the ophthalmologist in reporting. 

Dr. Perry thought that without the punitive 
argument a greater percentage of ophthalmolo- 
gists would report on all cases. He did not 
feel that it would be necessary to have teeth 
in the law and he did not know about the ap- 
plicability of such an approach in all of the 
50 States. He thought a lawyer might be in a 
better position to answer such questions. 

Miss Anderson felt that the legal aspect was 
a weak approach to the situation. It was her 
feeling that the physician’s interpretation to 
the patient about the benefits available to blind 
persons regardless of financial status would re- 
sult in improved reporting. It was the experi- 
ence in North Carolina that this type of educa- 
tional approach was most effective. 

Dr. Hurlin asked whether endorsement of 
the Model Reporting Area program by the oph- 
thalmological societies would result in im- 
proved cooperation from ophthalmologists. 
Dr. Perry indicated that such an approach 
would be effective, provided continuing efforts 
along this and similar lines were repeated. A 
single effort in a single year, for example, 
cannot be expected to be effective for, say, 10 
years. It would be desirable at national or 
State society meetings to have displays, or to 
otherwise bring the Model Reporting Area pro- 
gram to the attention of the doctors involved. 
He thought Dr. Hurlin’s idea was a good one, 
but he suggested that the efforts do not end 
merely with a resolution. Dr. Perry felt that 
it was important to maintain continued con- 
tacts with the ophthalmologists as well as with 
other physicians, particularly physicians in re- 
mote areas where ophthalmologists are not 
available. 
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With regard to the ophthalmologist who con- 
tinuously refuses to submit reports, Dr. Perry 
suggested that visits to his office by a nurse 
explaining the benefits available to the blind 
persons, such as talking books, may result in 
more cooperation from such ophthalmologists. 

Mrs. Johnson stated that an effective ap- 
proach being used in Rhode Island is a series 
of seminars held about once a month. The 
State consultant ophthalmologist invites a dif- 
ferent member of the Ophthalmological Society 
to talk to the staff, including nurses and some 
representatives from the school programs. 
She stated the eight meetings held in the past 
year proved very helpful, particularly in get- 
ting the ophthalmologist to understand what 
her agency was trying to do as well as in pro- 
viding benefits to the staff itself. 

Mrs. Lawlor stated that from a practical point 
of view they have had excellent cooperation 
from the physicians in New York State. She 
indicated that one of the reasons for this was 
that the Commission takes a very active part in 
every program relating to prevention of blind- 
ness. This includes the holding of institutes 
and workshops which are conducted on a 
countywide level, and at which there are al- 
ways members of the local medical societies 
present to discuss the medical aspects of the 
subject in question. In addition, she noted 
that they have a medical advisory committee 
composed entirely of members of either the lo- 
cal or State medical societies. In going into 
any community the Commission always solicits 
the support of the State Health Department, 
county medical society, and other community 
groups which may be interested in prevention 
of blindness. In addition, pamphlets are dis- 
tributed throughout the county, as well as out 
of the county, end many of these pamphlets 
are written by members of the advisory com- 
mittee or other persons recommended by the 
State Medical Society. The Commission has 
been working with the State Medical Society, 
and cooperating with and assisting the Motor 
Vehicle Bureau in looking at the Bureau’s 
standards for visual testing so as to improve 
these standards. In addition, a continuing edu- 
cational program is maintained with the oph- 
thalmologists, including instruction of second- 
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and third-year medical students, which has 
elicited excellent cooperation. Mrs. Lawlor in- 
dicated that the more one gets the ophthal- 
mologists to work with the agencies, the more 
interested they become; the more they are 
willing to talk with their fellow physicians, the 
more cooperation is obtained statewide. 

Miss Hickling commented on matters relat- 
ing to the individual ophthalmologists in 
Canada. One of the things she found most 
helpful was her agency’s contact with the 
Canadian Ophthalmological Society. Each 
year, for the last eight years, she and the man- 
aging director of her agency have been invited 
to the meetings of the Society, and about every 
third year they are allowed to give a little talk 
to the ophthalmologists to remind them of the 
agency’s activities and what it has to offer. 
This has made a tremendous difference in the 
cooperation which they have received from the 
ophthalmologists throughout the country. She 
felt that this was a very important aspect in 
the total problem of cooperation. Also, she 
indicated that they try to report back to the 
reporting ophthalmologist information con- 
cerning the referred cases. She felt that if the 
ophthalmologists know that something is being 
done for the persons who have been referred, 
they are more willing to cooperate. This is 
particularly true in situations where children 
and the elderly are involved. This has resulted 
in excellent cooperation from the ophthalmolo- 
gists. 

Dr. Zises stated that many of the State 
agencies have appointed medical advisory com- 
mittees which are generally organized through 
the official professional bodies in the State. 
This provides the director of the agency with 
an opportunity to present his problems to this 
committee and to solicit its assistance in ob- 
taining the cooperation of the profession within 
the State. He indicated that these committees 
are generally urged to, and do, play an active 
role in developing these programs. He inquired 
whether any of the State representatives present 
at the Conference had used this device in an 
effort to gain the cooperation of the ophthal- 
mologists. 

Miss Blase mentioned that her agency in 
Kansas has a medical advisory committee com- 


posed of 10 ophthalmologists which is used to 
obtain cooperation from all of the ophthalmolo- 
gists in the State. She stated, however, that 
this was not sufficient effort. Her agency meets 
with the committee twice a year. The agency 
also sends a brochure to the ophthalmologists 
once a month which they apparently read be- 
cause responses are received from them, In 
addition, the ophthalmologists are provided 
with fliers to maintain in their offices which 
describe services offered by her agency. Miss 
Blase stated that the most effective method they 
have found in Kansas was the utilization of 
their field staff, including home teachers and 
counselors, to go to the doctors’ offices and 
become personally acquainted with them. The 
field staff talk with the doctors about one patient 
or another and this appears to yield additional 
reports from the ophthalmologists because they 
then recall other patients who would be of in- 
terest to the agency. Also, the State consulting 
ophthalmologist meets with the Ophthalmo- 
logical Society in an attempt to enlist its co- 
operation. The Division of Services for the 
Blind also is preparing statistical information 
to be distributed to the doctors. It was Miss 
Blase’s feeling that all of these things are nec- 
essary, but the most effective effort was having 
the staff members visit and talk with the doctors 
directly. 

Dr. Josephson stated that the American 
Foundation for the Blind is a private agency 
which is not medically oriented, and conse- 
quently they have had some different experi- 
ences than those mentioned by the official State 
agency representatives. He noted that in a 
recent survey which his agency was conducting 
in a large State, involving visits to households 
and screening of persons for visual impairment, 
they have had some difficulty in enlisting the 
cooperation of local ophthalmologists to vali- 
date information they have been able to obtain 
in their survey. He said that while individual 
ophthalmologists have been very cooperative 
and helpful, particularly a group that advises 
the local society for the blind, they have had 
some difficulty in getting official group support. 
Noting that the ophthalmologists are under 
pressure and receive requests of various kinds, 
he asked whether there were any suggestions as 


to how to improve cooperation from the oph- 
thalmologists. Dr. Josephson pointed out that 
apparently one of the implications of the Model 
Reporting Area is that ophthalmologists have 
to be educated as to the desirability of growing 
research in the field of vision impairment, and 
that with proper approaches it is possible to 
educate the ophthalmologists accordingly. He 
stated, however, that this must not be under- 
estimated as a problem, based on the experience 
of his agency in trying to educate the medical 
people to the desirability of conducting surveys 
of various kinds and in doing research. Thus, 
he felt it was more than just getting coopera- 
tion in reporting, because what is involved is 
getting the ophthalmologists to participate ac- 
tively in much more long-range research enter- 
prises. 

Dr. Perry commented that Dr. Josephson’s 
remarks reflected two problems, one being the 
time element and the other the right of privilege 
of communication. He stated that in making 
information available about a patient, the oph- 
thalmologist would want written permission 
from that private patient before releasing the 
information. Dr. Josephson mentioned that in 
their surveys they always obtain a release from 
the patient. 

Miss Anderson noted that it was essential to 
explain to the ophthalmologists in advance of 
the survey exactly what was to be done and to 
obtain their cooperation. Dr. Josephson ex- 
plained that this approach was taken in hope of 
obtaining the cooperation of the entire oph- 
thalmological community, but despite such 
efforts, the cooperation was not obtained. 

Mr. Friedensohn suggested that some of the 
reluctance to provide information to a private 
agency might be overcome if the agency would 
include in its research effort consultation and 
cooperative effort with a State agency which 
already has an ongoing relationship with the 
ophthalmological community. Dr. Josephson 
indicated that in his case they did secure such 
active cooperation of the private agency which 
has its own local ophthalmological advisory 
committee, but that this committee could not 
speak for the entire ophthalmological commu- 
nity. This is the sort of problem his agency 
faces. 
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Miss Anderson commented on the aspect of 
surveys in general, aside from that concerned 
with the medical profession, noting that some- 
times the surveys may be started in accelerated 
fashion without sufficient time being spent be- 
forehand obtaining the necessary support and 
consent of persons and agencies concerned. 

There was general expression that the round- 
table discussion had been very stimulating. 


Vill. MODEL REPORTING AREA TABULA- 
TIONS—-PROGRESS AND PLANS 


a. REPORT OF PRELIMINARY 
TABULATION FOR 1962 


Herbert C. Henley and Eugene 
Rogot, Statisticians, Biometrics 
Branch, NINDB. 


(Norre.—Due to the preliminary nature of the tabula- 
tions presented and discussed at the Conference, and 
to avoid subsequent confusion, specific data will not be 
presented in these Proceedings. However, a final de- 
tailed report of the 1962 tabulations of the Model Re- 
porting Area for Blindness Statistics will be pub- 
lished as a separate document. The summary and 
discussion of the presentations by Mr. Henley and 
Mr. Rogot which follow are limited to the general 
aspects and implications of the 1962 preliminary 
tabulations. ) 

In his introduction to the presentation of the 
tabulations, Mr. Henley noted that this was a 
preliminary report of 19 tables, many of which 
were incomplete. He noted that data not now 
available will be available later in the year, and 
final tables would then be compiled. Further, 
he indicated that many of the rates presented 
in the report were subject to revision as further 
population estimates by the Census Bureau are 
released and improved estimates of the Model 
Reporting Area (MRA) population can be pre- 
pared. Mr. Henley then briefly described the 
procedures used in preparation of the tabula- 
tions, including the calculation of rates based on 
population estimates. 

Mr. Henley emphasized that data on register 
removals during 1962 (due to death, recovered 
vision, etc.) and register totals as of Decem- 
ber 31, 1962 (that is, prevalence figures), are 
probably not as accurate as data on additions 
to the register during the year. He pointed out 
that for several of the Model Reporting Area 
States, major revisions were instituted in 1962 
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in clearance procedures, methods of updating 
information, and register maintenance and rec- 
ordkeeping in general. Also, he noted that 
some of the data contained in various tables 
may reflect the special biases inherent in the 
first year of operation of the Model Reporting 
Area. 

In presenting each of the 19 tables, Mr. Hen- 
ley limited his discussion to pointing out the 
highlights of the tables. 

The titles of the tables presented and dis- 
cussed were as follows: 


1. Summary Table of first additions, readditions, 
removals and end-of-year total on register: 
each MRA State and MRA total, 1962. 

2. All additions to register by specified race: each 
MRA State and MRA total, 1962. 

8. All additions to register by age and sex: MRA 
total, 1962. (Number and rate per 100,000.) 

4. All additions to register by sex and race: each 
MRA State and MRA total, 1962. (Number 
and rate per 100,000. ) 

5. All additions to register by age: each MRA 
State and MRA total, 1962. (Number and 
rate per 100,000.) 

6. All additions to register by degree of vision: 
each MRA State and MRA total, 1962. (Num- 
ber and percent.) 

7. All additions to register by sex, race, and de- 
gree of vision: MRA total, 1962. (Number and 
percent. ) 

8. All additions to register by age and degree of 
vision: MRA total, 1962. (Number and 
percent. ) 

9. Total on register by specified race: each MRA 
State and MRA total, as of December 31, 1962. 

10. Total on register by age and sex: MRA total, 
as of December 31, 1962. (Number and rate 
per 100,000. ) 

11. Total on register by sex and race: each MRA 
State and MRA total, as of December 31, 1962. 
(Number and rate per 100,000.) 

12. Total on register by age: each MRA State 
and MRA total, as of December 31, 1962. 
(Number and rate per 100,000.) 

13. Total on register by degree of vision: each 
MRA State and MRA total, as of December 31, 
1962. (Number and percent. ) 

14. Total on register by sex, race, and degree of 
vision: MRA total, as of December 31, 1962. 
(Number and percent.) 

15. Total on register by age and degree of vision: 
MRA total, as of December 31, 1962. (Num- 
ber and percent. ) 

16. Removals from register by reason for removal: 
each MRA State and MRA total, 1962. (Num- 
ber and percent.) 


17. Removals from register by sex, race, and rea- 
son for removal: MRA total, 1962. (Number 
and percent.) 

18. Removals from register by age and reason for 
removal: MRA total, 1962. (Number and 
percent. ) 

19. Removals from register by degree of vision 
and reason for removal: MRA total, 1962. 
(Number and percent. ) 


Mr. Rogot supplemented Mr. Henley’s pres- 
entation with a summary of some of the prob- 
lems relating to the Model Reporting Area’s 
first year of tabulations. He noted that there 
were delays among the States in meeting the 
deadline for submission of their respective tabu- 
lations. Some data were still missing and would 

not be available until later in the year. He also 
pointed out that a number of errors were picked 
up in the editing of submitted tabulations which 
- caused delays in completing the preliminary set 
of tabulations. Mr. Rogot suggested an earlier 
deadline to insure a complete report by the time 
of the Annual Conference. He pointed out the 
limitations of data in those instances where in- 
formation such as race or age was unknown, and 
he explained the reasons for some of the varia- 
tions and limitations of the data. Mr. Rogot 
pointed out which of the data (e.g., relating to 
removals from the register and end-of-the-year 
prevalence totals) should not be considered 
typical, largely because certain of the States un- 
dertook major revisions of their registers during 
1962 and had not completed updating and clear- 
ance of their registers by the end of the year. It 
was evident that for most of the States, data 
for 1963 will probably mark the first year for 
which reliable information on removals from 
the register and total register prevalence will be 
forthcoming from the Model Reporting Area. 

One of the items which arose during the pres- 
entation of tabulations by age was an apparent 
oddity in the age distribution of additions to 
the register and total registrants in one of the 
States when compared against all of the other 
Model Reporting Area States. Mr. Meyer men- 
tioned that the difference between States with 
reference to the disposition of older blind per- 
sons who require financial assistance might 
account for this reporting artifact. Thus, 
some persons may be registered under the Old 
Age Assistance program and others. under the 


Aid to the Blind program, and these factors 
may affect the completeness of reporting infor- 
mation to the blind register. He wondered 
whether this might account for the variation in 
the age distribution of the State in question. 
Subsequent discussion indicated that this was 
the probable explanation of the peculiarity in 
the age distribution of that State, and this 
matter will be looked into after the Conference. 

Mr. Goldberg pointed out the value of these 
data aside from the specific statistics they pro- 
vide on incidence and prevalence of blindness. 
Particularly in the early years of the Model 
Reporting Area, they will indicate where more 
work has to be done to arrive at the most reliable 
statistics possible on blindness, and he felt that 
these kinds of problems will diminish with the 
further development of the Model Reporting 
Area program. 

Mr. Meyer re-emphasized the effect of various 
programs for the blind, including financial aid 
of various kinds, exemption from certain taxes, 
property provisions, etc., on reporting of such 
individuals to the State registers and, hence, on 
the resulting statistics. He noted that these 
programs vary from State to State and, hence, 
the effects might vary accordingly. He sug- 
gested that these factors should be known in 
advance of the statistics derived from the regis- 
ter, and actions are already being taken and 
should continue to be taken to encourage and 
insure complete reporting. 

Miss Anderson and Mrs. Johnson also com- 
mented on these matters in their own States. 
Mrs. Johnson stated that through occasional 
meetings, both at the State and local levels, at 
which the persons responsible for various pro- 
grams are advised of what her agency is doing, 
improvement in referrals to the register has | 
been made. 

Dr. Goldstein noted that the value of these 
statistics, administratively, is twofold : they may 
reflect administrative problems already known 
by the States concerned, or they may point up 
new problems of which the State representatives 
areunaware. Hesuggested that comments from 
the various States explaining existing varia- 
tions would be of great value in the interpreta- 
tion of the statistics which are to be formally 
published. 
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Mr. Friedensohn mentioned that variations 
from State to State indicate that these data are 
not comparable and hence the data may not be 
additive. He felt it was evident that there was 
some difference in the completeness of register- 
ing and reporting among the States, and he 
questioned whether this could be interpreted to 
the public in published form. Mr. Friedensohn 
also commented on the possible effect in com- 
pleteness of reporting due to some special effort 
to stimulate reporting in a particular year or in 
a particular State as compared with other years 
or as compared with other States. 

Mr. Goldberg emphasized that one must bear 
in mind that these tabulations represent the 
initial effort of the Model Reporting Area, as 
well as the first time such statistics have ever 
been prepared in the country. This beginning 
must be used as a foundation on which to build 
reliable and meaningful statistics. Some of the 
variations which have been noted indicate areas 
which must be studied further. Mr. Goldberg 
also mentioned that any publication of the data 
will include careful interpretation and analysis. 
Variations in a single year’s data, by State or 
otherwise, may be expected and must be in- 
terpreted accordingly. However, in time as 
more data become available over the years, more 
stable estimates and figures will become avail- 
able on the incidence and prevalence of blind- 
ness. He felt that the points raised were very 
pertinent and should be considered, but he re- 
emphasized that some incompleteness or inac- 
curacies of data are to be expected in the first 
year’s statistics of the Model Reporting Area 
and, hopefully, these data will improve over the 
next several years. 

Miss Ford commented that a problem which 
must be looked into is the fact that some elderly 
persons, who receive various services not related 
to blindness, do not know that they are blind 
and do not come to medical attention. This may 
create some underreporting unless astute work- 
ers in these other programs detect the possibility 
of severe vision defect and refer such persons 
to the register. 

In a discussion of data dealing with removals 
from the register, it was noted that variations 
among States would depend on such factors as 
corrective treatment programs in the various 
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States which would affect the number of sight 
restorations, etc. Mr. Goldberg pointed out that 
an accurate annual updating was important in 
determination of the current vision and resi- 
dence status of registered blind persons, and 
would result in more accurate prevalence data 
as well as interpretation of data on removals 
from the register. 

Mr. Friedensohn asked for opinions on the 
value of knowing about removals, and hence 
prevalence statistics, as distinct from the value 
of data on new incidence of blindness. He 
pointed out that this matter of updating had 
been discussed with the Biometrics Branch on 
a number of occasions in connection with his 
own pregram in New York State. 

Mr. Bledsoe pointed to the need for preva- 
lence data for program information purposes 
(e.g., orientation of public officials on the sub- 
ject of blindness). Mrs. Johnson and Miss 
Anderson also commented on the administrative 
need (e.g., budgets) for data on prevalence. 

Dr. Goldstein discussed the inadequacies of 
estimates of prevalence in the absence of ade- 
quate data on removals from the register. He 
pointed out that eventually such estimates be- 
come estimates based on other estimates, and the 
errors of these estimates become practically un- 
measurable. Further, it becomes virtually im- 
possible to make reliable estimates by various 
categories such as sex, race, county, etc. While 
there are no doubt certain difficulties and prob- 
lems involved in making removals from the 
register, this is the only way to obtain a picture 
that reflects the prevalence of blindness in the 
community. 

Mrs. Jeffrey commented on the importance of 
information on the number of persons on the 
register in serving the needs of fieldworkers 
who wish to know about blind persons living in 
a given area who might need a particular service. 
She pointed out that problems result when field- 
workers visit such persons only to find that they 
have actually died. Also, it is important from 
the point of view of caseloads carried on by 
workers in various areas of the State. 

Mr. Gambaro pointed out that it is not pos- 
sible to keep an accurate tally of the prevalence 
of blind persons over a long period of time if 
one does not make removals from the register 


and validate the register. He illustrated how 
one agency could not resolve its problem because 
it did not make removals from the register over 
a long period of time. He also noted that, from 
the viewpoint of an agency maintaining the 
register, the process of validating a register also 
provides a service since it puts the agency in 
contact with the individuals involved. He felt 
that validation and updating of the register 
were essential. 

A great deal of discussion along these lines 
followed. Although Mr. Friedensohn com- 
mented that he had mixed feelings regarding 
the importance of updating in contrast to the 
importance of incidence data, there was unani- 
mous opinion expressed by the other conferees 
on’ the importance of updating and accurate 
prevalence data. Among the reasons mentioned 
in support of accurate prevalence data were the 
occurrence of changes in medical diagnosis and 
therapy over time reflecting changes in the 
characteristics of the blind population, advan- 
tages for the blind from the point of view of a 
variety of services available to them, the ability 
to provide information on the blind according 
to various characteristics of that population 
and geographic subdivisions of the State, pro- 
gram planning and evaluation, and the fact that 
the reliability of prevalence estimates becomes 
very questionable over time in the absence of 
adequate basic reference data. It was also 
pointed out that an updated register helps to 
keep alive contacts with the clients, thereby 
yielding an idea of the types of service that are 
going to be needed. 

Mr. Friedensohn thought it might be possi- 
ble to obtain as much information from inci- 
dence data as one might derive from prevalance 
data, and emphasis should be placed on the 
aspects of complete reporting of new cases of 
blindness and examinations of these persons. 
Dr. Schwartz noted that for a variety of rea- 
sons actual prevalence data were important. 
He commented that the discussion seemed to 
be a question as to whether it is better to get 
prevalence data by way of incidence data or 
directly from actual prevalence determinations. 
He pointed out that it would be possible to 
convert incidence data to prevalence for cer- 
tain purposes if one had accurate incidence data 


by age group, and accurate information on life 
expectancy of blind persons, the duration of 
blindness by age, etc. He said that, since prev- 
alence data are really necessary, the question 
resolves itself into which approach would be 
the most feasible to use for obtaining this in- 
formation. Dr. Goldstein noted the need for 
determination of registrant status and for re- 
movals from the register in order to obtain such 
information as life expectancy. 

Mr. Friedensohn mentioned that he raised 
this entire question because of his interest in 
obtaining information that would be useful to 
him in his efforts to justify the reinstitution of 
updating the register in New York State. He 
was hopeful of having updating resumed in 
the State, although the decision had been made 
about two years ago to curtail this operation 
because of the cost involved. 


b. TABULATION PLANS FOR 1963 AND 
SUBSEQUENT YEARS 


Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB. 


Mr. Goldberg indicated that his comments 
were limited only to the types of data required 
by the Model Reporting Area. He mentioned 
that other kinds of data are being recorded 
by a number of States and the various States 
concerned should be encouraged to tabulate 
such information. The Biometrics Branch 
would be pleased to consult with such States 
accordingly. 

Prior to his discussion of the tabulation 
plans for 1963, Mr. Goldberg commented on 
the plans for feeding information back to the 
member States and other interested individuals 
and agencies. He noted that over the next sey- 
eral months the data for 1962 will be revised 
and completed in greater detail, including some 
text material to serve as a guide in the under- 
standing and interpretation of the data so that 
the tabulations might not be misleading. This 
will comprise an annual statistical report of 
the Model Reporting Area and will be dis- 
tributed to the member States and interested 
agencies. He also noted that certain analyses 
of these statistics will be prepared for publica- 
tion in a scientific or other appropriate journal 
to emphasize certain highlights, and to bring 
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to the professional and lay public data which 
have never before been available. In any pub- 
lication great care will be taken to avoid any 
misinterpretation of the data. Comments from 
the State representatives were welcomed re- 
garding the interpretation of statistics peculiar 
to their own States. 

Mr. Goldberg then discussed the tabulations 
which would be required for 1963. He noted 
that these will comprise two groups, those con- 
sidered as regular tabulations (Tables 1-8) and 
special tabulations (Tables S-1 through S-5). 
The special tabulations would not be required 
each year, nor at a specific periodic interval. 
However, the special tabulations would provide 
valuable information for program planning as 
well as in planning for future tabulations. 

Following is a list of titles of the required 
tables for 1963: 


Table 1: First additions during 1963 by sex, 
age, race, and degree of vision. 

Table 2: Readditions during 1963 by sex, age, 
race, and degree of vision. 

Table 8: Number registered as of December 31, 
1963, by sex, age, race, and degree of 
vision. 

Table 4: Removals from register during 1963 
by sex, age, race, and reason for re- 
moval. 

Table 5: Removals from register during 1963 
by degree of vision and reason for 
removal. 

Table 6: First additions during 1963 by sex, 
age, race, and major affection group. 

Table 7: First additions during 1963 by sex, 
age, race, and major etiology group. 

Table 8: First additions during 1963 by major 
affection and major etiology groups. 

Table S-1: First additions during 1963 by sex, 
age at registration, race, and age at 
loss of sight. 

Table S-—2: Distribution of persons moving out of 


State in 1963 by new place of resi- 
dence. 
Table S-8: First additions during 1963 by degree 
of vision and discipline of examiner. 
Table S-4: First additions during 1963 by degree 
of vision and major affection group. 
First additions during 1963 by degree 
of vision and major etiology group. 


Of the tables required for 1963, Mr. Goldberg 
noted that the first five are identical in nature 
to those prepared for 1962. All other tabula- 
tions have been added for 1963. Mr. Goldberg 
pointed out that the three additional regular 


Table S-5: 
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annual tabulations (‘Tables 6, 7, and 8) relate to 
cause of blindness data, utilizing the newly 
revised Standard Classification of Causes of 
Severe Vision Impairment and Blindness (1963 
revision). He pointed out that this has become 
possible because the revision was not only com- 
pleted but the appropriate Model Reporting 
Area personnel in the various States have been 
trained in coding this kind of information. He 
added that the cause-of-blindness data are to 
be tabulated only for those additions where the 
eye examination was performed by an ophthal- 
mologist or an eye-ear-nose-and-throat special- 
ist. 

Regarding the special tabulations (Tables 
S-1 through S-5), Mr. Goldberg pointed out 
that these will be helpful in planning for future 
tabulations and will provide additional infor- 
mation of value. Thus, these tables will pro- 
vide data on the difference between age at time 
of registration and age at loss of sight (age at 
onset of severe vision impairment) ; effect of 
migration to other States on the interpretation 
of “first additions” and “readditions” to the 
register ; information on the proportion of indi- 
viduals with varying degrees of vision who 
were examined by ophthalmologists, optome- 
trists, and other disciplines; and the relation- 
ship between the degree of vision and cause of 
blindness (affection and etiology). 

Data for 1962 indicated that a complete sub- 
division of the nonwhite races would not be 
warranted in tabulations each year. This was 
not to minimize the importance of detailed race 
information, which will continue to be tabu- 
lated periodically in the three years around the 
census and in the midintercensal year. Thus, 
information on detailed race may be required in 
1965, 1969, 1970, and 1971. Mr. Goldberg em- 
phasized that the States should continue to re- 
cord race in the required detail at all times. 
Wherever race is called for in the tabulations 
for 1963, it will be confined only to white, all 
nonwhites combined, and unknown race. 

With respect to future plans for tabulations, 
Mr. Goldberg stated that beginning with the 
next Annual Conference, detailed recommenda- 
tions will be made regarding plans for tabula- 
tions on a periodic basis other than annual; that 
is, “cyclical” tabulations. He noted that, gen- 


erally, these tabulations will be prepared 
around the census years, such as the years 1969 
through 1971, inclusive. These years will be 
used to provide rather stable rates based on the 
census population. In addition, cyclical tabu- 
lations will probably include the midintercen- 
sal year, such as 1965, so as to provide trend 
information without too much of a gap in time. 
Cyclical tabulations generaly will contain more 
detailed information than the regular annual 
tabulations. Thus, they might include a com- 
plete breakdown by race and a more detailed 
breakdown by age, perhaps including informa- 
tion on children under one year of age and 
adults up through the age group 95 years or 
older because of the sex differences in the older 
age groups. Also, Mr. Goldberg stated that 
probably beginning in 1964, prevalence data 
(i.e., relating to persons on the register at the 
end of the calendar year) on cause of blindness 
will be tabulated to a limited degree on an an- 
nual basis, and that cyclical tabulations of prev- 
alence data on cause of blindness will include 
more detailed categories. 

Mr. Goldberg noted that various States will 
undoubtedly wish to tabulate certain data not 
otherwise required by the MRA program, such 
as information on deafness and other handicaps 
among the reported blind population. He 
stated that the services of the Biometrics 
Branch will be available to assist the interested 
States in determining the kinds of tables which 
would be of value. 

Mr. Goldberg indicated that after the annual 
tables are submitted to the NINDB by the 
various States, a great deal of work was neces- 
sary to prepare the complete Model Reporting 
Area tabulations in final form, as well as in 
preliminary form for the Annual Conferences. 
Consequently, so that the data might be timely, 
he suggested a deadline of February 15 for the 
tabulations to be submitted to the NINDB an- 
nually. This should not create any particular 
hardship, since almost all of the States will have 
tabulating-type punchcards from which the 
tabulations can be prepared. 

With regard to the request for a February 15 
deadline, Mr. Friedensohn indicated that this 
might be a problem for New York State should 
they become a part of the Model Reporting 


Area, Although they “close” their register as 
of December 31, they allow 90 days for follow- 
up information so that the punchcards are not 
prepared until after March 31. To do otherwise 
would result in a high percentage of “un- 
knowns.” ‘This would make it unrealistic for 
them to meet the February 15 deadline. Dr. 
Goldstein suggested that the Biometrics Branch 
could work with New York on this matter. It 
was, otherwise, generally agreed that the Feb- 
ruary 15 deadline would be satisfactory. 

Mr, Friedensohn mentioned that New York 
State has a variety of data on its registered 
blind on which they would like the assistance 
of the Biometrics Branch in planning meaning- 
ful tabulations. Dr. Goldstein indicated that 
the Biometrics Branch would be pleased to 
assist Mr. Friedensohn in this matter. 

Dr. Hurlin emphasized the importance of 
advising everybody who received a copy of the 
tabulations discussed at the Annual Conference, 
that such tabulations were only preliminary in 
nature. Great caution should be used in this 
regard to avoid any misinterpretation or misuse 
of the data. Dr. Hurlin also raised a question 
of the meaning and significance of total figures 
combining all of the Model Reporting Area 
States. His concern was that this total repre- 
sents only the peculiar combination of the States 
involved. He questioned the interpretation of 
this figure in view of the variation among States 
in the distribution of various population charac- 
teristics such as race. 

Mr. Goldberg agreed that although the tabu- 
lations were labeled “Preliminary,” great care 
should be used in the use and distribution of the 
provisional data to avoid misinterpretations. 
Further, he pointed out that the final reports 
will contain text material to aid the reader in 
proper interpretation of the statistics. He also 
indicated that in the full treatment of the final 
data, where appropriate, the rates would be 
adjusted or standardized for differences in age, 
race, or other pertinent distributions. 


IX. OTHER BUSINESS 


Dr. Goldstein advised the conferees that Mrs. 
Eleanor Johnson, Administrator of the Bureau 
for the Blind, Rhode Island Department of 
Social Welfare, was selected by the adminis- 
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trators of the Model Reporting Area member 
agencies to represent them on the Planning 
Group for the Model Reporting Area for Blind- 
ness Statistics during the next year. 

With reference to the 1964 Annual Confer- 
ence, Dr. Goldstein suggested that perhaps a 
date that was a little later in the year might 
be desirable, particularly from the point of 
view of presenting the annual statistical report 
for the previous calendar year. Consequently, 
he thought it would be desirable to convene at 
the end of May or early June. Mr. Gambaro 
suggested that the Conference should not be 
held too late in June because some of the agen- 
cies may be involved in their reports for the fis- 
cal year ending in June. There was otherwise 
no objection to the late May or early June meet- 
ing date. 

Dr. Goldstein raised a proposal that every 
other year the Annual Conference be held in 
Bethesda, with the alternate year’s Conference 
taking place in one of the Model Reporting 
Area States. He pointed out that the financial 
arrangements for the meetings would be 
handled as in the past under the sponsorship of 
the National Institute of Neurological Diseases 
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and Blindness. This proposal would give the 
various State representatives a chance to see the 
operation of other States, and some advantages 
may be gained by this interchange. The repre- 
sentatives agreed with the proposal. Dr. Gold- 
stein suggested that the various State repre- 
sentatives write to him on this matter so that a 
determination can be made regarding which 
State will be the site for the Conference in 1964. 

In his concluding remarks, Dr. Goldstein 
invited suggestions from the various representa- 
tives for items to be included on the agenda for 
the 1964 Conference. He also invited comments 
and reactions pertaining to the present Con- 
ference as well as advice on how future Con- 
ferences might be improved. He noted that the 
Biometrics Branch of the National Institute of 
Neurological Diseases and Blindness will con- 
tinue to circulate various materials to the mem- 
ber States from time to time. Dr. Goldstein 
also offered the services of the Biometrics 
Branch as a clearinghouse for any information, 
ideas, and material. 

The Conference adjourned at 12:50 p.m. on 
May 4, 1963. 


APPENDIX A 


Statistics on the Blind and Accreditation of Blindness Agencies 


M. Robert Barnett? 


I think we are all aware of the growing com- 
plaint on the part of the public about the multi- 
plicity of appeals for funds, either from the 
general public through fund raisers or even at 
the congressional level for all kinds of health 
causes and disability progams. Our field, serv- 
ices for the blind, certainly has come in for its 
share of criticism over the past several years, 
and this criticism has been increasing. Much 
of the criticism is unfounded. Much of the 
criticism is hackster writing without informa- 
tion or understanding. 

Nevertheless, there has been a growing prob- 
lem. Our own field—those of us who feel that 
we have some right to speak for the agency 
service picture in the United States through 
the American Association of Workers for the 
Blind, the American Association of Instructors, 
several other organizations—are very conscious 
of the fact that there is this growing insidious 
poison which is affecting all good service pro- 
grams for blind people in one way or another 
and not too well. 

Suffice it then to say that the announcement 
made by the American Foundation for the 
Blind 14 or 16 months ago was not simply born 
in the heads of the trustees and staff of AFB. 
It was really the reflection of a growing wish 
on the part of all of us throughout the United 
States for some way to, on the one hand, tell 
the supporting public, whether it be through 
taxes or through contributions, what type of 
organization and/or service merits public sup- 
port and, on the other hand, where a blind per- 
son can go, or where the parents of a blind 
child can go, with some assurance of really 
proper and sound help. 


1Bxecutive Director, American Foundation for the Blind. 


This ties to the need, then, to give the good 
agencies, the ones who want to improve their 
services and be.a valid program and to be 
worthy of support, some way of measuring 
themselves on a voluntary basis without nec- 
essarily any police power from any other orga- 
nization imposing arbitrary standards upon 
any of us. This desire for a voluntary system 
of standard identification, evaluation, and ap- 
plication of standards, then, has now grown to 
the point that not only the types of organiza- 
tions and associations I mentioned in our field 
have shown general acceptance of the idea, but 
we also have secured support from several pri- 
vate foundations to help finance the study. 

The ad hoc committee which is appointed by 
our president served for a period of three 
months and has now virtually concluded its 
work. They did help to devise the structure 
and the budget and the general outline of the 
proposed study. 

I will start with money first. It is antici- 
pated that the study will cost $300,000. That 
amount of money has now been made available 
in two ways, one from the assurances of cer- 
tain private foundations—Rockefeller Brothers 
Fund, the Given Foundation, and the Pfeiffer 
Foundation—plus the assurances of our own 
trustees that if other sums are not available 
from sponsors, the AFB will itself meet the 
deficit. 

The ad hoc committee believes that two to 
two and one-half years will be required before 
any further decisions can be made as to where 
such a plan can go. 

The general structure of the study. It will 
have a commission with a chairman and about 
a dozen people, generally about half what we 
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would call experienced laymen and half what 
we would generally call professional people. 

The general areas of the study. We would 
include, of course, both administration and 
service. A third facet throughout the study 
would be how can accreditation systems work. 
Some part of the study would be to study 
accreditation systems as such. 

Under administration and service there will 
be a total of 16 subcommittees. We believe 
that there will be more than 100 volunteer com- 
mittee members at work in the total 16 com- 
mittees. Each of the 16 will be attended by 
a part-time or full-time professional person of 
an appropriate job description. 

Such things under administration, for 
example, will be touched as personnel standards, 
physical plant where necessary, the matter of 
uniform accounting practices, public relations 
(better known as fund raising), and so on, 
Under service, the ad hoc committee’s recom- 
mendation indicates that the study will encom- 
pass workshops, rehabilitation centers, libraries 
for the blind, schools and school systems serving 
blind children, and—something that doesn’t 
sound like an agency but more a topic—mobil- 
ity. Under mobility comes the agencies provid- 
ing guide dogs. 

Several questions have reached us, of course, 
and I’d like to mention only two as indicative 
of the philosophy in this matter. 

Many people want to know if accreditation 
does happen—remember, and I have to repeat, 
this is only a study for the next two and one-half 
years; we do not yet know whether accredita- 
tion is possible and under what kind of pro- 
cedure—but if it does occur, the question arises: 
would an agency of government be included, 
encompassed in it? And the answer is, “Of 
course.” 

If a State owns and operates a library for 
the blind and if that auspice wishes to have its 
library evaluated so that it can say it is accred- 
ited or that it knows how to improve its stand- 
ards in accordance with the accepted standards 
the country over, the fact it is owned and 
operated by a State agency should in no way 
exclude that library. The same thing would go 
for a workshop or rehabilitation center or any 
other system. Obviously the majority of resi- 
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dential schools for the blind are State sup- 
ported. There are 50 some in the country, and 
only about eight or nine of them are privately 
owned. 

Another question that has been rather inter- 
esting to us is a service program under the 
auspices of a religious sectarian organization. 
Would such agencies be included? The answer 
again is, “Yes, if they want to be.” 

If a church-sponsored agency operates a 
school or a rehabilitation center or a library, or 
what have you, or anything else that the com- 
mittee finally says would be included in the 
scope of accreditation, the fact that it is under 
the auspices of a church, and the fact that 
churches normally are not subject to our laws of 
control in the United States, does not exclude 
them from voluntary submission and entry into 
the accreditation system. 

Also, the ad hoc committee strongly called 
our attention to the fact that we should tie in 
with other movements that are afoot already. 
As you know, the identification of standards 
and accreditation started in the general field of 
rehabilitation centers and workshops. Nat- 
urally, if the five-year study that has been in 
progress under other auspices in those areas has 
already covered certain fundamental ground, 
the Foundation’s proposed study certainly 
would not duplicate their basic work. There 
will be a tie-in with any other organization that 
already has standards to offer or accreditation 
processes to offer or that is attempting to de- 
velop them. 

I think that brings the report of it up to date. 

Now, then, does this have anything to do with 
MRA? Well, MRA has to do with, as Dr. 
Goldstein said, the importance which we all 
have agreed over the past three years, and lead- 
ing up to this very project, of the need for better 
statistical information about the incidence of 
blindness in the United States. 

On the face of it at the moment, I don’t see 
that in the self-measurement by an agency of 
its service in terms of its personnel, professional 
qualification, in terms of its soundness of help 
or whatever it may be offering, the MRA proj- 
ect as it is presently constituted is necessarily 
of any value, or that the accreditation study for 
three years will in its turn shed any light on the 


need for the health-type reporting. On the 
other hand, it is true, I would think, that in 
some types of measurement of service the matter 
of numbers can be important. 

You certainly would not have an agency seek- 
ing accreditation in attempting to provide 
guide dogs for blind children if the accepted 
standard by educators throughout the United 
States was that you don’t give guide dogs to 
blind children. That is a philosophical point. 
On the other hand, a guide dog agency might 
not get accreditation if it incorporated itself 
and staffed itself and raised money from the 
public when it could not be shown that they 
had a caseload or a client or student load. 

So, numbers may become very important in 
terms of whether additional agencies in the 
United States are needed strictly on the numeri- 
cal base of what is happening in our rapid 
population growth. 

Some of you may not be aware that there are 
well over 400 agencies or organizations in the 
United States primarily devoted to serving 
blind persons in one way or another, and that 
there are well over 800 agencies that include 
blind persons in their own service programs 
even though they are not primarily for blind 
people. This is not a large number perhaps, 
but in some areas there does seem to be a real 
need for assessment of individual units in var- 
lous categories of service. 

I do not believe that at the moment there is 
going to be much tie-in immediately between 
what the Model Reporting Area is after and 
what the accreditation movement is after. But, 
going back to what I said earlier when I was 
somewhat negative about the possible success of 
registers as such, I think if it is going to be suc- 
cessful it is going to take a few years to make 
it really work. And I am equally convinced 
that there will be no accreditation system on the 
other side for several years. Perhaps by the 
time the two come out together we will see that 
they have helped each other. 


Discussion: 


As a preface to his presentation on the ac- 
creditation of blindness agencies, Mr. Barnett 
offered some comments regarding the Model 
Reporting Area project. He noted that the ex- 


perience of the American Foundation for the 
Blind over the past 30 or 40 years indicated 
that registers, with certain notable exceptions, 
whether conducted by public agencies or pri- 
vate, were abysmal failures in this country. 
This caused the AFB to question the advisabil- 
ity of this new effort to compile registers of 
blind persons. He pointed out that, while this 
concern was raised at the First Annual Con- 
ference of the Model Reporting Area, he did 
express at the first Conference the hope that 
this new approach to uniform reporting of basic 
information about incidence of blindness would 
be successful and that his agency’s facilities 
could be used to help make it successful. 

It was Mr. Barnett’s impression, on hearing 
the comments made by the various representa- 
tives present at this Conference, that the bulk 
of the States were having some problems in put- 
ting their register in good shape although a 
great deal of work has been done during the 
past year. He felt that the orientation of the 
various State agencies around the country was 
toward the provision of services rather than 
emphasis on prevention of blindness. How- 
ever, over the years many of the agencies did de- 
velop prevention-of-blindness programs because 
of the necessity of doing something about eye 
care for indigent persons. Similarly, rehabili- 
tation programs were developed in the various 
State agencies. The emphasis of the panels of 
diagnostic physicians, ophthalmological and 
other, which have been developed to a very good 
level in the various State agencies, has been pri- 
marily for the purpose of determining the de- 
gree to which individuals are eligible for serv- 
ice or with reference to rehabilitation and edu- 
cation potential. Mr. Barnett felt that this was 
the basic responsibility of the various agencies. 

Mr. Barnett noted that there probably is some 
confusion among organizations with regard to 
two aspects of registers, one dealing with the 
seeking of causes of blindness, including the in- 
cidence and distribution of blind persons, and 
the other type of register which is really a file 
of case records reflecting active caseload, closed 
caseload, etc. Mr. Barnett felt that if the 
registers are to be used simply for a counting of 
blind persons per se, it would be wasteful both 
in time and money. 
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Mr. Barnett raised the question of why a 
blind person should report himself to an agency, 
noting that some blind persons do not want to 
be “reported.” He did not think it was up to 
persons interested in research to force them to 
do so. Mr. Barnett felt that if a person is re- 
celving some service at the expense of his so- 
ciety, it is not proper to assume that that indi- 
vidual must then cooperate by having his pri- 
vacy invaded and his private life studied for 
the benefit of other groups of society to come. 
He pointed out that it is false to assume that 
because a person is blind he is dependent upon 
society somewhere along the line, noting that 
probably less than half of the blind persons 
in the country are dependent upon the estab- 
lished system of public assistance. The pro- 
portion who are dependent on public assistance 
would drop to perhaps 15 or 20 percent if one 
accepts the National Health Survey’s figures 
to represent functional blindness. 

Mr. Barnett stated that if the MRA’s basic 
motivation is to help arrest the spread of eye 
disease, he felt that the sources of information, 
even at the administrative agency level, may 
have to be reexamined over the next year or 
two. He was pessimistic as to whether the 
Model Reporting Area will ever get anywhere 
near 100 percent of the type of information that 
it was apparently seeking. 

After Mr. Barnett’s presentation, a great deal 
of discussion took place regarding Mr. Bar- 
nett’s somewhat negative views relating to reg- 
isters of the blind. Dr. Goldstein noted that 
the great disparity between Mr. Barnett’s views 
and those of the Model Reporting Area is the 
fact that Mr. Barnett is service oriented in 
contrast to the public health orientation of the 
Model Reporting Area. However, Dr. Gold- 
stein said that there was no reason why the 
two points of view could not be made to jibe. 
Dr. Goldstein responded to Mr, Barnett’s ob- 
servation that the counting of the number of 
blind persons was wasteful and answered 
Mr. Barnett’s question as to why blind persons 
should be reported to an agency. In his re- 
sponse, Dr. Goldstein pointed out that report- 
ing of blind persons was not different from that 
of other chronic diseases such as tuberculosis 
and cancer. He indicated that this enables in- 
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formation to be obtained on which programs 
for the future might be based, so that deter- 
mination might be made of susceptible groups, 
and so that information can be derived to en- 
able agencies to tailor-make their programs. _ 

Dr. Goldstein stated that limiting activities 
to service programs was not making full use 
of agency potential. He felt that the responsi- 
bilities of an agency dealing with the blind 
should include its public health responsibilities. 
Dr. Goldstein pointed out the necessity of rec- 
ognizing the total problem of blindness and 
not only that portion limited to service appli- 
cants. Only through knowing the total prob- 
lem of blindness could one project adequately 
into the future. 

When, Dr. Goldstein noted, a member of the 
American Foundation for the Blind, in a sur- 
vey of a State agency’s operation, strongly sug- 
gested that its register be made complete and 
up to date or be discarded, it was evident that 
the Foundation itself recognized the value of 
aregister. Mr. Barnett agreed that a well-kept 
register does have value, and Dr. Goldstein 
stated that that was exactly what the Model 
Reporting Area was intending to do; that is, to 
make registers useful and workable. In prac- 
tically every State that has a mandatory reg- 
ister law, 1.e., that the State through one of its 
agencies, must maintain a blindness register, 
the law requires the agency to include informa- 
tion on all the blind, not just those seeking serv- 
ices. ‘The Biometrics Branch was interested in 
helping those States that wanted to fulfill the 
intent of such laws. Further, Dr. Goldstein 
observed that the comments of the member 
agencies indicating the progress they have made 
during the past year were evidence of the fact 
that the Model Reporting Area is working in 
the right direction. This was further sup- 
ported by the interest and enthusiasm of the 
participants of the Conference and in the Model 
Reporting Area program. The fact that the 
Biometrics Branch has been flooded with re- » 
quests by these and nonmember agencies for as- 
sistance in improving their registers was evi- 
dence of the attitude of various agencies. 

Dr. Goldstein stated that with the increas- 
ing survivorship and aging of the population, 
chronic diseases, including blindness, are going 


to become more prevalent in the future. This 
would seem to make it essential that as much 
data as possible be collected on the blind popu- 
lation, including demographic information as 
well as causes of blindness, if one is to resolve 
adequately and properly the problem of 
blindness. 

Mr. Barnett said that he did not disagree 
with Dr. Goldstein on these matters. He said 
his objection was to the maintenance of a reg- 
ister merely for the counting of blind people 
per se. Apparently, many of the State laws 
which set up the registers included provisions 
for the aid and comfort of blind persons. 
Mr. Barnett indicated that in past history the 
“aid and comfort” provision was of a secondary 
nature in practice. He further stated that if 
the registers do provide a basis for planning 
for such things as rehabilitation centers, etc., 
they would serve an excellent purpose. 

Dr. Goldstein indicated that the Model 
Reporting Area, as was stated in recent publi- 
cations, clearly states how its objectives will 
help administrators as well as research, and 
emphasizes that such things cannot be done 
without knowledge about the entire blind popu- 
lation as distinct from those getting or seeking 
some kind of treatment or service. Informa- 
tion on the total blind population is necessary 
for future planning. Dr. Goldstein also em- 
phasized that the program attempts to tie in 
good service with the statistics derived from 
the register, the Model Reporting Area recog- 
nizing the need for service of any kind to the 
individual blind persons. In fact, it is hoped 
that by getting ophthalmologists to feel that 
service for their cases is paramount, they will 
report the blind persons to the register. When 
contacts with blind persons are made in the 
course of updating the register, it is recom- 
mended that they be advised of the available 
services. It was Dr. Goldstein’s observation, 
however, that a service register by itself would 
be incomplete for program planning, etc. 

Miss Anderson indicated, and Mr. Barnett 
agreed, that the gathering of good statistics 
paves the way for services. Miss Anderson 
gave an illustration of how her agency was able 
to justify to the State Legislature the need for 
obtaining of facilities for mentally deficient 


blind children because they had recently been 
able to obtain statistics on this matter. Until 
now it had not been possible to gather such 
statistics without which there would have been 
no response from the legislature. 

A great deal of discussion followed in which 
Miss Anderson pointed out that the problem of 
blindness is no different than that of other 
handicapping conditions requiring both health 
and social needs. It was her feeling that emo- 
tional attitudes about a handicap, which re- 
stricts rather than improves reporting, hinders 
rather than improves the administration of 
programs and the ultimate benefits to the handi- 
capped persons. This was particularly impor- 
tant for a problem that is as serious as blind- 
ness, prevention of blindness, and conservation 
of sight. She did not see why there should be 
any reason for stronger emotional resistance 
from blind persons than other handicapped in- 
dividuals. Miss Anderson added that there is 
complete anonymity in the reports of blindness, 
since these reports are kept confidential. 

Mr. Barnett expressed agreement with the 
need of health investigations relating to the 
blind and he mentioned that this aspect of the 
Model Reporting Area program should be em- 
phasized. He felt that most register efforts in 
the past might have been more successful if they 
were given clearly to this health motivation 
rather than the mere counting of blind persons. 

Mr. Meyer stated that it was not his under- 
standing that the Conference was particularly 
related to whether a register for the blind was 
a good thing or not, but if one was to have a 
register for the blind, and the State required it 
to do so, then he thought it would be best that 
the register be as good a one as possible. He 
looked upon the registry for the blind as a 
means of helping blind people. He pointed out 
that a blind person could not be helped if one 
does not know that he exists. If that person is 
left in ignorance as to what is available to him 
so that he might judge whether he wants to be 
registered, he is handicapping himself. Thus, 
Mr. Meyer felt that it is unfortunate when a 
doctor accepts the statement of an individual 
who is blind, and who does not have the slightest 
idea of what can be done in his behalf, as a 
determinant as to whether he shall be reported. 
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Mr. Meyer thought that reporting should be 
done with the consent of the blind person, but 
he pointed out that, on the other hand, if society 
is going to be burdened by the handicap of 
blindness which creates a substantial financial 
burden, it ought to have an opportunity to give 
that individual assistance. Mr. Meyer also 
noted that the Model Reporting Area is trying 
to accomplish something that will supplement 
the work for the blind that is done by the 
various agencies, by determining causes of 
blindness. 

While the Model Reporting Area project has 
as one of its objectives the determination of the 
number of blind persons, it places emphasis on 
the accuracy of reports of blindness. Mr. 
Meyer felt that in addition to knowing what 
happens to the blind persons, some study should 
be made as to whether all persons who are re- 
ceiving services intended for the blind are 
really blind; that is, a determination as to how 
many of the people who are on the records of 
the agencies for the blind are actually blind. 
Mr. Meyer said that a thorough system of rec- 
ords and adequate statistical studies would be 
highly desirable. He said it was his philosophy 
that one should seek out the blind people, not 
for the sake of building up a register, but for 
the sake of helping them, including determina- 
tion and elimination of the causes of blindness. 

Mr. Mungovan said that although they have 
been reluctant to intrude into the privacy of 
people registered, since they had a mandatory 
reporting law in Massachusetts, they did send 
letters, including an informational pamphlet, 
to people inviting them to participate in the 
services of the agency. He stated that in the 
last several years they have been receiving an 
increasing number of notes from these people 
thanking the agency for telling them about 
these services. This has led, this year, to a 
visitation program regardless of whether the 
visit was asked for by the individuals. Mr. 
Mungovan stated that in all cases the individ- 
uals are referred by doctors or clinics, and the 
only time that they run into difficulty in their 
program is when the doctor tells the blind per- 
son that he is not blind. Apparently, when 
people are aware of their blindness the agency 
does not run into difficulty, and so far they 
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have not had any blind person who objected 
to these contacts. In fact, they even indicated 
appreciation for the call even though they did 
not need any help from the agency, since they 
then knew where to go in case such help was 
ever needed. Mr. Mungovan noted that this 
was a revelation because up to now they had 
erroneously assumed an adverse reaction would 
take place unless a State agency waited until 
called upon before it intruded. | 

Mrs. Johnson mentioned that of all the refer- 
rals from agencies to her program, there were 
initially only two people who did not want 
services from her agency, and recently one of 
these two persons did request such service. 

Mr. Barnett commented that unless a blind 
individual is seeking service of some kind, he 
should not necessarily be subjected to an eye 
examination, medical history, etc. 

Mr. Gambaro said that there is some sub- 
stance to Mr. Barnett’s point of view regarding 
the right of the individual to anonymity, but 
this had to be judged against the ability of an 
agency to plan and to offer services. He per- 
sonally felt that it was worth getting the regis- 
ter for the agency to be in a position to offer 
services. Mr. Gambaro also indicated that the 
matter of the right to anonymity might fall 
when it concerns children, since even parents 
cannot withhold informatian about their chil- 
dren. Technically, children are wards of the 
State and he suggested that the question of 
anonymity might not legally hold up with re- 
gard to children. Mr. Barnett said there was 
a social reason for counting handicapped 
children. 

Mr. Stocker stated that the same reason 
would also prevail for adults. He felt that the 
system of anonymity and protection of the 
rights of the individual, etc., can sometimes 
be carried to extremes. Mr. Stocker felt that 
each person has a responsibility within a com- 
munity. It was his feeling that the more that 
is known about the causes of blindness, the 
greater is the possibility of correcting this prob- 
lem and the more that could be done about it 
from a research standpoint. He said that each 
blind individual, as part of a total community, 
should allow himself to be treated as a statistic 
or as a research item so as to contribute to the 


resolution of the problem of blindness which 
affects the total community. Mr. Stocker also 
indicated that in Oregon they tried to register 
every blind person. He noted that since there 
is no way to hide a blind person, the whole 
approach to the problem should be open and 
on a community level with community service. 

With reference to Mr. Barnett’s presentation 
on the accreditation of blindness agencies, Miss 
Anderson wanted to know what the require- 
ments for accreditation might be, and she in- 
quired as to the interpretation of “professional” 
handling of accreditation. Mr. Barnett pointed 
out that the whole study of accreditation is 
being handled by a body of truly professional 
persons in terms of both training and education. 

On the second day of the Conference, in the 
absence of Mr. Barnett, Dr. Eric Josephson 
of the American Foundation for the Blind, 
at the request of Mr. Barnett, spoke briefly to 


clarify Mr. Barnett’s comments relating to the 
registration of blind persons. The views which 
Mr. Barnett intended to convey were twofold: 
(1) The American Foundation for the Blind 
is wholeheartedly in support of the Model Re- 
porting Area program as evidenced by its con- 
tinued cooperation and participation in the 
developments of the Area since its inception. 
(2) The somewhat negative views expressed by 
Mr. Barnett relating to invasion of privacy 
in registration of blind persons per se was a 
strictly personal viewpoint. Mr. Barnett 
merely wanted to express personal views on 
some of the implications and problems that do 
arise in the development of any kind of social 
or health registration system, but in no way 
did he wish to minimize the complete support 
and interest which the American Foundation 
for the Blind itself is giving to the Model Re- 
porting Area program. 
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APPENDIX B 


Further Study of Visually Impaired Identified by the National Health Survey 


Richard E. Onken 1 


We are all here today because of our interest 
in obtaining information on the number and 
characteristics of blind persons. The Model 
Reporting Area will provide this information 
at the beginning for member States. Even- 
tually it is hoped that the Model Reporting 
Area will provide this information for the en- 
tire nation. At the First Annual Meeting the 
history of other attempts to provide such in- 
formation was presented by Dr. Hurlin(Z). He 
told us about efforts to obtain such information 
through the decennial census until 1930 and the 
National Health Survey in the thirties. Un- 
fortunately, none of these efforts was successful. 
The reasons for these failures were also dis- 
cussed by Dr. Hurlin at that time. 

In recent years the National Health Survey 
has attempted to obtain this information in their 
household interview surveys. The Survey is 
dependent on information provided by respond- 
ents. Since it is not possible to administer 
clinical examinations either in the home or on a 
nationwide sample, other means have to be 
devised. In the case of visual impairment, in- 
dicators of impairment in function due to visual 
loss have to be devised. The National Health 
Survey, in their survey of 1957-58, defined per- 
sons as blind who were unable to read ordinary 
newspaper print with glasses, according to each 
respondent’s reply (2). Incidentally, a similar 
question was used in the Census of 1920 (3) to 
indicate persons who were blind and similar 
questions have been used by the American 
Foundation for the Blind and other investi- 
gators in order to determine degree of visual 
loss. The National Health Survey reported on 
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the basis of the results of this question that an 
estimated 960,000 persons in the United States 
were blind, or a rate or 5.7 per 1,000 in 1957- 
58 (4). In 1959-60, the same question produced 
a total of 988,000, or 5.6 per 1,000 population 
(5). As you know, the National Health Survey 
no longer identifies these cases as blind. It now 
uses the term “severe visual impairment.” 

To quote from a National Health Survey 
report (6), “The use of the term ‘blindness’ 
presented the possibility of confusion with the 
more specific definition of blind persons, which 
includes those who are considered legally 
blind.” As you know, the best estimates of the 
number of blind persons, by Dr. Hurlin, is 
around 400,000 or a rate of 2.14 per 1,000 popu- 
lation. The considerable difference between 
these two figure indicates that a number of peo- 
ple who cannot see well enough to read news- 
paper print are not legally blind, and perhaps 
their visual acuity might be improved if they 
possessed and used glasses with the necessary 
correction. For that matter, with the use of 
optical aids there are a number of legally blind 
persons who can read ordinary print, as many 
studies have shown. 

In an article commenting on the National 
Health Survey and the estimated number of 
blind persons, Dr. Milton Graham (7), Director 
of the Division of Research and Statistics, 
American Foundation for the Blind, called for 
research to relate these two definitions. In 
order to do this, the National Health Survey 
sample would have to be questioned further, 
in lay language, as to the nature of their handi- 
cap. The immediate task, therefore, was to 
devise in lay language a series of questions 
which would elicit further information regard- 


ing visual loss. This was done in 1960 by the 
Foundation under a contract from the National 
Health Survey. In consultation with the 
Foundation, the National Health Survey has 
revised this supplemental questionnaire on 
vision and has recently conducted a pretest. 
This questionnaire will be used in their fiscal 
year 1964 survey. The supplemental study is 
clearly experimental. However, it will provide 
additional information concerning the vision of 
persons identified by respondents as having 
visual impairment. It will provide also some 
information on other characteristics, including 
the degree of limitation of activity and mobility 
related to visual loss. 

Clearly this information on the degree of 
vision in lay language would be much more 
meaningful if it were related to ophthalmo- 
logical measurements of the same individuals. 

With the support of the National Health 
Survey and the staff of NINDB, such a pro- 
posal was submitted to NINDB for a research 
project grant. Such applications are reviewed 
by non-NINDB staff members and this group 
did not approve our application. This break- 
down in communications was frustrating to all 
the agencies concerned. However, it is still 
hoped that at least a pilot study can be carried 
out in order to provide such clinical data, and 
this possibility is presently being explored with 
the National Health Survey. Such a pilot 
study is needed before the planning and design 
of a major study can be carried out. 


Discussion: 


In answer to Mr. Meyer’s question regarding 
selection of persons for ophthalmological ex- 
amination, Mr. Onken stated that persons to be 
selected for followup will have been from 
among those who, in the regular National 
Health Survey, indicated that they had trouble 
with seeing. Although the questionnaire has 
not yet been printed, the persons will be asked 
further questions about their visual acuity, in- 
cluding such items as whether they can perceive 
motion, objects, or light. The questions will 
seek to determine whether the visual loss can 
be expressed functionally. It is hoped that 
some of the persons will be contacted and ar- 
rangements made with them to obtain an 


ophthalmological examination, but this would 
probably be only on a sample of persons in one 
metropolitan area. Mr. Onken noted that this 
is only a preliminary step in the investigation 
of methodological problems that would be in- 
volved, and perhaps this would aid in the plan- 
ning and design of a more intensive study. 

In answer to a question by Miss Anderson, 
Mr. Onken noted that the interviews will be 
done by regular Bureau of the Census inter- 
viewers and that confidentiality would be 
maintained. 

Mr. Meyer suggested the possibility of utiliz- 
ing mobile eye health unit equipment for the 
eye examinations. He pointed out that such 
units have done a marvelous piece of work in 
examining schoolchildren in New Jersey. This 
could be effective in a small county. An oph- 
thalmologist and an attendant would be at- 
tached to the mobile unit. The examination 
could be either elaborate or not, but at least it 
would be authentic. The program could be 
established with reference to the ratio of the 
number of reported individuals with impaired 
vision in relation to the total population of the 
area. The examinations could be done at a 
comparatively small expense. Mr. Meyers 
stated the unit can be operated for about some 
$60 a day, and it could cover a very substantial 
number of individuals if the eye examination 
was not too elaborate. 

Mr. Onken thought this was a very worth- 
while suggestion, but he questioned what the 
representativeness of the population would be 
if it were confined to those who were willing to 
come for this examination. Mr. Onken pointed 
out that the National Health Survey does main- 
tain such mobile examination clinics which are 
used for very general health examinations, but 
that it does not cover a sufficient number of 
people over any period of time that would be 
representative of persons who have visual im- 
pairment. The aim of the project is to utilize 
the representativeness of the National Health 
Survey population, working through the Na- 
tional Health Survey, to do research relating 
information on visual acuity to the visual func- 
tioning of an individual. 

Mr. Meyer pointed out that a verbal inter- 
view alone without accompanying eye examina- 
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tion would be both costly and inconclusive. He 
stressed the need for actual examination if a 
study of this kind is to produce meaningful 
data. Mr. Onken recognized limitations of the 
project without actual examination. However, 
he pointed to the scientific nature of the 
National Health Survey methodology and to 
the fact that the questions to be used in the 
project have been designed over a long period 
of time with the advice and consultation of 
ophthalmologists as reflecting the level of func- 
tion of the person interviewed. 

When Miss Anderson pointed to the need for 
ophthalmological examination to properly de- 
termine visual functioning, Mr. Onken ex- 
plained that to obtain information of this 
nature on a nationwide sample, including clin- 
ical examinations, would be prohibitive in cost. 
The only feasible approach is the household 
interview which admittedly has its limitations. 
Mr. Remein commented that the interview tech- 
nique cannot determine why an individual is 
not functioning, and is admittedly limited in 
the kinds of things which it can measure. He 
pointed out that the results would not be the 
same as diagnoses derived from an ophthal- 
mological examination. 

Dr. Goldstein pointed out that the proposed 
study is the first step of a three-step validation 
process. The first step is being undertaken by 
the American Foundation for the Blind and 
the National Health Survey to validate a verbal 
statement of visual impairment against a 
verbal statement of behavior. The second step 
would be validating a verbal statement of be- 
havior against the visual acuity arrived at by 
ophthalmological examination. The third step 


would be to validate the visual acuity arrived. 


at ophthalmologically against actual visual per- 
formance or functioning. Dr. Goldstein 
pointed out that each of these steps is necessary 
in its own right and it was his hope that this 
would come to pass eventually. 

Mr. Friedensohn mentioned that the Rehabil- 
itation Code Subcommittee on Visual Impair- 
ment is establishing a relationship between oph- 
thalmological examinations in terms of visual 
acuity or visual handicaps and actual visual 
functioning. He noted that this problem is of 
major significance in the field of vision and sug- 
gested that the Model Reporting Area might 
devote some time on this matter in the future. 
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APPENDIX C 


The Blindness Register in England and Wales 


Ralph G. Hurlin, Ph. D. 


Dr. Goldstein and I were most fortunate in 
obtaining a firsthand view of the British sys- 
tem of blind-persons registration. After talk- 
ing with the several people whom we were priv- 
ileged to see and who gave us very generous 
amounts of their time, I came away with the 
impression that the blind-persons registration 
system in England and Wales is a very smooth- 
running and effective operation. It produces 
knowledge of the greater part of the blind 
population, reliably indicating the size of the 
problem. It also produces a large body of sta- 
tistics concerning the blind population. 

I have passed out some of the resulting cause- 
of-blindness data, which I had hoped to have 
time to discuss briefly. I am not sure we will 
get to that, but you may be interested in having 
these figures as a sample of what is being pro- 
duced annually through the blindness registers 
for England and Wales. (See exhibit.) 


APPENDIX C—EXHIBIT 


Cause of Blindness Statistics for Newly Reg- 
istered Blind Persons, England and Wales, 
1955 and 1960 


(Source of data: Annual Reports of the Ministry of Health, Part II, for 
the specified years) 


1955 1960 
Total number of registered blind 
persons at end of year_____----- 94,683 97, 469 
Number newly registered during 
eres Ot: ais Ol ee 11,647 11,681 
Percent of total registered - --- 12. 3 12. 0 
Certificates of new cases submitted 
TM GLIONV 1S oe cc SIE tes tem 10,983 11, 262 
Percent of total newly regis- 
AES) C2YC Wee pees) MR: i ee OES 94.3 96. 4 
Certificates adequate for analysis__ 9,802 10, 658 
Percent of those submitted_-_-_- 89. 2 94. 6 
Certificates showing same cause for 
CAC CY Cee tee eine aim bine's am 9,012 10,050 
Percent of those analyzed_-_--- Otrg 94, 3 


New cases whose certificates were adequate for 
analysis: 


By age at end of year: Poca Poremné 
70 years and over__.........- 70. 9 72. 0 
A040 OO syearslsvr tess Ck SS 23. 8 23. 5 
Under, 40 years_...........-- 5. 3 4.5 

Pobalseeuer sees. 3 SGP ee 100. 0 100. 0 
By degree of blindness: 
AOtally: bunds - oe ee ee ee 3. 8 3. 0 
Light perception._.....-....- Bat 9. 2 
Acuity up to and including 
SOU seem ee 6 ete sel FE 58. 3 58. 9 
Acuity better than 3/60_______ 26. 8 28.9 
Ota se woe ce fe aL ae Merci 100. 0 100. 0 


New cases whose certificates showed same cause in 
each eye: 


By site of affection: Ped eine 
Eyeball in general_____.-_--- 15. 6 15. 4 
Conmpunetive, sexe e.  os s 2 a 
(COrnea eee ae eae ce see 3 22 
MeCN Sa Soe ee ne eevee eer oe 25. 8 22.2 
Uvealttracte tere wer | sil ees! 11. 0 ial 
DRWSL UDR en eae eer a ee he Sa 39. 5 43. 5 
Optic nerve, pathway and 

cortical visual centers_-_-_-_-_-_ 4.8 4.5 
VIRRCOMG Sci mates eee 2d ee ail #1 
Mi-defincQ mene sae see ee ee G 9 

AMey yi lere te CAV Ne) 3 es he Ae eee 100. 0 100. 0 

By etiology: 

Infectious diseases*__-______-- 0. 7 OD, Gs 
CEPA Aem Oye er eae Lae 6 5 
POIRONNGeee re eke we ees 5 Aig 
TUnMorsset Meee rat ee es 8 ot 
Systemic diseases not elsewhere 

Classifiedz2iu) sh. Sept 2CuMes © 11.9 13.2 
Prenatal influences___________ 5. 5 Biel 
Undetermined t ssa seme. oo 80. 0 80. 1 

HOGA sr ae ep een eeee ts oay chek 100. 0 100. 0 


*Excluding transmitted maternal infections, which are included under 
prenatal influences, 


4 Chairman, Committee on Operational Research, National 
Society for the Prevention of Blindness. 
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APPENDIX C—EXHIBIT—Continued 


1956 1960 


By clinical entity: Percent = Percent 
Senile macular lesions____-.-- 25. 7 28. 9 
Senile cataract_...2--i2.-=-+- 24. 6 20. 9 
Glaucomacs. ssa eee eee 12.8 12. 7 
Myopic chorioretinal atrophy-- 7.5 8. 6 
Diabetic retinopathy_______-- 6. 7 Pee) 
Optic atrophy 22 to. 225.2 ele 4.8 4.5 
Vascular retinopathy__------- 2.7 3. 3 
Iritis and iridocyclitis of un- 

determined origin._.-.-_--- 2. 4 1.9 
Retinitis pigmentosa and 

allied conditions._____----- 1.6 2. 0 
Retinal detachment-_._.------ .3 ae | 
Congenital cataract.__.____--- 1.0 1.0 
Congenital syphilis__......_-- AWS 4 
Retrolental fibroplasia___-_---- .5 oe 
All other * i200 cco eed foe ek 

Totals. 220. van eee 100. 0 100. 0 


For the whole of the United Kingdom, which 
includes Scotland and Northern Ireland, there 
is legislation that provides a great variety of 
services, priviliges, benefits, including financial 
benefits, for blind persons. It entitles blind 
persons to the services and benefits and it also 
provides for the registration of blind persons. 
In the main, this legislation is administered 
by local governmental agencies. In England 
and Wales the certification and registration of 
blind persons and welfare services for them 
are administered under the supervision and 
direction of the Ministry of Health. The gov- 
ernmental organization is different for Scotland 
and Northern Ireland. In England and Wales 
some 147 different local jurisdictions provide 
these services. Each local jurisdiction is re- 
quired to maintain a live register of certified 
blind persons. Registration is purely volun- 
tary on the part of blind persons. But in order 
to obtain benefits under the national legisla- 
tion a person must be certified as blind and must 
be registered. 

Certification of blindness must be by an 
ophthalmologist, and the certifying ophthal- 
mologist is designated by and paid by the local 
authority. Since 1955, the Ministry of Health 
has suggested to the local authorities that they 
employ only ophthalmalogists of consultant 
status. This, in itself, guarantees some sub- 
stantiality to the cause-of-blindness data ob- 
tained through the registers. 

The statistical operation begins with the local 
registers. They receive the certificates from 
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the examining ophthalmologists. Each month 
the local register makes a report to an agency 
intermediate between the local agencies and the 
Ministry of Health. The report states the 
movement of cases in the local register, and lists 
the new cases which have come in and the old 
cases going out, including transfers. With the 
report go copies of the certificates for the new 
cases. The intermediate agencies, four in num- 
ber for England and Wales, in turn maintain 
regional registers. 

Interestingly enough, the regional registers 
are maintained not by governmental but by 
voluntary agencies, the regional associations for 
the blind. These voluntary agencies, however, 
have governmental agencies, including the local 
authorities, as member agencies. Moreover, 
most of their financial resources come from the 
local governmental agencies and the Ministry 
of Health. 

The regional agency serves two important 
purposes, among others, with respect to regis- 
tration. One is concerned with the transfers of 
cases between jurisdictions. When a blind per- 
son moves from one jurisdiction to another, his 
records are sent to the regional register and 
by it to the new local jurisdiction. Second, the 
regional register checks the arithmetic of its 
constituent local registers. Each month as it 
finds errors in reports or incomplete reports, 
it gets corrected or completed data. It also 
keeps its own running figures on the regional 
register month by month. At the end of the 
year, the local authorities make detailed statis- 
tical reports on prescribed statistical forms, 
somewhat similar to those that the Model Re- 
porting Area is providing for its participating 
States. These reports go to the regional offices. 
They are consolidated in the regional office for 
the region. The regional office makes up tabu- 
lations, providing a great deal of information, 
and publishes this information for the region, 
giving details for each constituent local agency. 
The regional figures are forwarded to the Min- 
istry of Health, where they are again consoli- 
dated and statistics for the four regions and for 
all of England and Wales are published. 

So far I have said nothing about the cause 
statistics. Again there is an interesting ar- 
rangement for obtaining the data. The cause 
statistics are produced by Dr. Arnold Sorsby, 


with whom we were privileged to visit. Dr. 
Sorsby is a fellow of the Royal College of 
Surgeons. He holds there the chair of ophthal- 
mological research, which is a joint chair of the 
Royal College and the Royal Eye Hospital. He 
is also a consultant to the Ministry of Health. 
Dr. Sorsby receives copies of the ophthalmol- 
ogists’ combined examination report and certifi- 
cate for all newly registered blind persons each 
year. He and his secretary-assistant edit the 
cause portion of all these reports, question the 
examining ophthalmologist, if necessary, and 
code the cause data for machine tabulation. 
Beginning with the report for 1955, the annual 
reports of the Ministry of Health have con- 
tained a section, prepared by Dr. Sorsby, pre- 
senting cause-of-blindness statistics for the 
year’s newly registered blind persons, I have 
used some of the statistics from the Ministry 
of Health reports for the years 1955 and 1960 
on the sheet passed out to you, to illustrate the 
consistency of the full series of data and to 
suggest their great value. In addition to these 
annual reports, Dr. Sorsby has published a 
series of statistical studies of causes of blindness 
in England and Wales, utilizing accumulated 
annual data for successive periods of years. 


Discussion: 

_ In response to a question by Mr. Meyer, Dr. 
Hurlin noted that nowhere in the published 
statistics for England and Wales is there any 
comment on the rates of prevalence or incidence 
of blindness. Those he met with in England 
expressed confidence that the registers account 
for most of the blind people in the country. He 
learned from the Ministry of Health that there 
was a prevalence rate of about two registered 
blind persons per 1,000 population. Dr. Hurlin 
pointed out that the British definition of blind- 
ness is not in terms of ophthalmic measure- 
ments. For persons over 16 years of age, it is 
“so blind as to be unable to perform any work 
for which sight is essential.” For children, for 
educational purposes, the definition is “too blind 
to be able to read the ordinary schoolbooks.” 
The Ministry of Health interprets the statutory 
definition for purposes of registration as mean- 
ing that blindness includes visual acuity up to 
but not including 3/60 or severe limitation of 
field of vision. 


Mr. Meyer inquired as to whether the British 
definition of blindness was better than the pre- 
sent definition in the United States. Dr. Hurlin 
was not sure whether it was. He pointed out 
that statistics showed that an increasing propor- 
tion of the registered blind in England and 
Wales have acuity better than 3/60 which he 
feels indicates a liberalization of the definition. 
However, he does not think that their definition 
would include as many blind people as that in 
use in the United States. Consequently, con- 
sidered in the light of their definition, it seems 
that the rate of prevalence of blindness in 
England is probably considerably higher than 
it is in this country, probably explained by the 
fact that their population is an older one. 

Dr. Hurlin also noted some limitations in the 
registration system in that some blind people 
are registered for whom certificate are not sub- 
mitted for the cause-of-blindness analysis. 
These are disregarded by Dr. Sorsby in his 
cause-of-blindness statistics. 

Mr. Meyer inquired about the nature of the 
local organizations. Dr. Hurlin noted that in 
England there is a unified governmental system 
intended to provide for the welfare of all blind 
people, and the majority of services to blind 
people are governmental. Legislation provides 
for the registration of all persons certified as 
sligible for these services. Although the register 
is primarily, in intent, a service register, regis- 
tration is not confined to persons who received 
governmental services. Any blind person can 
be registered, but he must apply for registra- 
tion. The local authorities employ a relatively 
large number of “home teachers of the blind” 
who apparently are principally social workers. 
Their primary function is to know the blind 
people in their jurisdictions and advise them of 
available services, privileges, etc. They also 
interpret to blind people the fact that registra- 
tion, whether service is needed or not, con- 
tributes to the good of all blind people because 
it helps to give information concerning the 
volume and nature of the total blind popula- 
tion, and because the statistics of the registered 
blind are used by Parliament when appropri- 
ating funds, and by the Ministry of Health in 
allocating the appropriated funds to local 
agencies. 
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APPENDIX D 


The Blindness Register in Sweden 


Hyman Goldstein, Ph. D.t 


In the fall of 1962 I visited the Swedish 
Association for the Blind, which is a volun- 
tary agency with some Government support. 

I met with Mr. Charles Hedkvist, who is the 
Director of the agency, and Mr. Anders Arnor, 
the Registrar, who kindly furnished me with 
much information about the operation of the 
register. I had previously met both of them at 
the International Congress on Technology and 
Blindness in New York City in June 1962. 

Prior to my arrival in Stockholm a confer- 
ence had been set up for me to meet with rep- 
resentatives of various Swedish national agen- 
cies, such as the National Insurance Board, the 
Royal Medical Board, the Central Bureau of 
Statistics, the Royal Institute for the Blind, 
the National Labor Board and the Association 
for the Blind. All of the agencies represented 
at the conference had blindness programs and 
were interested in the possibility of facilitating 
better blindness program administration 
through good registers. 

I was called upon for a description of the 
background of the Model Reporting Area and 
progress made to date in its development. 
After I had made the presentation, a number 
of questions were asked concerning the classi- 
fications of the causes of blindness, the defini- 
tion of blindness, and other standards employed 
by the Model Reporting Area. The representa- 
tive of the Royal Medical Board stated that 
plans were pending in his agency to institute 
reporting of national statistics on morbidity of 
certain diseases. He stated that the Model 
Reporting Area procedures were in line with 
the plans and policies being considered. 


1 Chief, Biometrics Branch, National Institute of Neuro- 
logical Diseases and Blindness. 
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Sweden is interested in starting a reporting sys- 
tem for mental and physical diseases. This 
would make possible, among other things, a 
study of the association between diseases. 

In Sweden an identifying number is given 
to a person at birth. At age 16 he is given an 
identification card which identifies him for pur- 
poses of national and social insurance, military 
conscription, and so forth. The number is a 
nine-digit one, with two digits for the year, two 
for the month and two for the day of birth, and 
then a three-digit number which identifies the 
individual uniquely. 

The representative of the Royal Medical 
Board indicated that in his opinion the main 
purpose of health statistics was to determine 
whether health services were organized as they 
should be and to enable better planning for the 
future. 

The ophthalmologist to the Royal Institute 
for the Blind, who is also medical consultant to 
the association, commented that statistics on 
causes of blindness at his Institute showed that 
most blinding conditions fall into relatively 
few categories. (It is interesting to note that 
this was also indicated by Dr. Arnold Sorsby 
in a conference with him at the Royal Eye Hos- 
pital in London.) The Royal Institute for the 
Blind’s ophthalmologist also observed that at 
his Institute there was a slight increase in 
retrolental fibroplasia within the last several 
years, even when no excess of oxygen was in- 
volved. This led him to conclude that there 
must be other causes of this condition. How- 
ever, he stated in Sweden he had found it diffi- 
cult to get good cause-of-blindness data from 
physicians; in that regard, it is not much dif- 
ferent from the situation in our own country. 


Mr. Hedkvist, the Director, concluded the 
meeting, saying that he was anxious to set up 
a committee that would look into ways and 
means of solving administrative and research 
problems in blindness by use of register statis- 
tics. He strongly urged that the United States 
and Sweden exchange information on register 
problems and progress. He told the group that 
my visit and the presentaton of the Model Re- 
porting Area standards had given him a needed 
push to do some careful thinking as to the direc- 
tion he wanted to go in the further development 
of register statistics. 

The Swedish Association for the Blind has 
established a register to which blind and par- 
tially sighted persons can be reported. It is esti- 
mated that in Sweden there are between 10,000 
and 11,000 persons that fall into this category 
and, for a population of approximately 7.5 mil- 
lion persons, this means a rate of 1.5 per 1,000 
population. 

As a result of additional correspondence with 
Mr. Arnor since my visit, I learned that the 
register, as of January 1, 1963, contained in- 
formation on only approximately 5,500 persons. 
This means a rate of approximately 0.73 per 
1,000 population. 

The details of etiology and diagnosis of 
blindness were to be coded according to a system 
accepted at the International Congress of Oph- 
thalmology in Brussels in 1959. It should be 
mentioned that the classification they were 
adopting (and they had not started it at the 
time of my visit) was a modification of the 
1957 National Society for the Prevention of 
Blindness Classification of Causes of Blindness. 
Visual acuity is grouped as follows: (1) total 
blindness; (2) remaining sight 8/200 or less; 
(3) remaining sight greater than 8/200 up to 
and including 20/200; (4) remaining sight 
greater than 20/200 up to and including 40/200; 
(5) remaining sight greater than 40/200. 
There seems to be no mention of vision field 
restriction in their definition of blindness. 

The definition of blindness varies with serv- 
ices required. To receive a pension, for in- 
stance, the visual acuity must be less than 8/200 
in the better eye with best correction. For ad- 
mission to the blind school, the visual acuity 
cannot exceed 20/200. For talking book serv- 


ices, the visual acuity cannot exceed 40/200. 
Persons with visual acuity better than 40/200 
are not included in statistics for blindness. 

Of the persons registered on January 1, 1963, 
2.7 percent were under 20 years of age; 7.1 per- 
cent were 20 to 29 years; 10.2 percent, 30 to 39 
years; 14.8 percent, 40 to 49 years; 19.3 percent, 
50 to 59 years; 21.2 percent, 60 to 69 years; 
and 23.5 percent, 70 years of age or over. Age 
was unknown on 1.2 percent of the registrants. 

Some 35.6 percent had no vision at all; 23.7 
percent, 8/200 or less; 17.1 percent greater than 
8/200 up to and including 20/200; 8.7 percent 
greater than 20/200 up to and including 40/200; 
and cases with vision greater than 40/200 (not 
considered blind), 3.8 percent. Visual acuity 
was unknown in 11.1 percent. . 

Because of the differences in definitions of 
blindness and in the groupings by age and by 
visual acuity, it is not possible to make compari- 
sons between the blind population in Sweden 
and that in the Model Reporting Area at the 
present time. 

A 6 by 10 sheet is used as a register card and 
the register file is kept in alphabetical order 
with the register card included in each regis- 
trant’s folder. Deaf-blind are identified by a 
special signal on the folder. In addition to 
the register file, there are index files kept in 
county alphabetical order. In Sweden a county 
is the equivalent of a State in our country. The 
index county file consists of sheets in loose leaf 
notebooks. Each sheet contains 25 names in 
alphabetical order. Although the register itself 
is two years old, this was the first year of use of 
the register form. 

The tables produced to date in Sweden deal 
largely with age at registration, age at onset of 
blindness, visual acuity, and type of pension. 

Certain data, collected on each person, are 
found on the register card as follows: Name, 
address, phone, birth date, marital status, num- 
ber of children under 16 years of age in the 
family, education and vocational training be- 
fore and after onset of blindness, history of 
illness including visual impairment, name of 
physician, employment history, visual acuity, 
cause of blindness, sight and type of affection, 
living arrangements, type of service rendered 
by the association to the individual, family com- 
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position with birth dates, employment status 
of family members, rental and income data, etc. 
All tabulations are completed by hand. The 
possibility of purchasing time from a punch- 
card installation will be explored. The reg- 
ister is kept up to date by continuous reports 
from field social workers of the association. 
Since 1961 there have been social workers 
placed in every county in Sweden. Every per- 
son on the register is visited at least once a 
year, even if no service is being received. 

On January 1, 1962, a national disability law 
made the blind eligible for a disability pension 
administered by the National Insurance Board. 
The register of disabled persons receiving pen- 
sions totals some 170,000, of which about 4,000 
are for blindness. This register is maintained 
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by the National Insurance Board. It is not 
known whether all of the 4,000 on the National 
Insurance register are on: the association reg- 
ister of approximately 5,500. This will be 
looked into by checking one register against the 
other. It is believed that blind individuals not 
on the association blindness register are mostly 
elderly persons; in Sweden, everyone over 67 
years of age is eligible for an old-age pension. 

Only ophthalmologists and general practi- 
tioners may examine eyes. Usually, however, 
the general practitioner sends his client to an 
ophthalmologist. 

In summary, there is a growing awareness in 
Sweden of the utility of blindness registers as 
mechanisms for improving administration and 
service to the blind. 


APPENDIX E 


Study of Association of Perinatal Factors With Strabismus in Negro Children 


Hyman Goldstein, Ph. D.2 


There is underway a study of perinatal fac- 
tors associated with strabismus in children. 
This is a retrospective study of Negro children, 
13 years of age and under, with strabismus, and 
normal controls to ascertain whether selected 
perinatal factors are associated with the occur- 
rence of strabismus in Negro children. It is 
being conducted jointly by the Biometrics 
Branch, NINDB, and the Department of Pre- 
ventive Medicine of the University of Maryland 
School of Medicine. 

The study has two major objectives: (1) to 
determine whether the mothers of children with 
strabismus are different from the mothers of 
control children in reported prenatal and ob- 
stetrical complications; (2) to determine 
whether the distribution of birth weights of 
children with strabismus is different from that 
of children selected as controls. 

The retrospective approach to a study of the 
relationship between perinatal factors and a 
variety of neurological and other related dis- 
orders was pioneered by Pasamanick and Lili- 
enfeld several years ago. However, strabismus 
was a disorder which these investigators did not 
study. 

As many of you know, strabismus is a fairly 
common eye disorder. Untreated strabismus 
involves the risk of blindness in the strabismic 
eye. There may develop a condition known as 
amblyopia ex anopsia, which is defined as a 
partial impairment of the visual function of 


an eye with no demonstrable pathological . 


changes in the fundus or in the refracting media. 
According to May, in his “Manual of Diseases 
of the Eye,” “Very often amblyopia develops 


1Chief, Biometrics Branch, National Institute of Neuro- 
logical Diseases and Blindness. 


in an eye which has squinted from early life on 
account of its exclusion from the visual act, the 
retinal image in this eye being suppressed.” 

The estimated prevalence rate of manifest 
strabismus in a survey of 60,000 selectees con- 
ducted by Downing at an Armed Forces induc- 
tion center during World War II was two per- 
cent. Cases of strabismus in which treatment 
had been effective either by the prescription of 
glasses or by operative intervention, and cases 
where the deviation had disappeared spontane- 
ously after the patient reached adulthood, were 
not classified as cases of strabismus in that 
study. Furthermore, the group under study 
represented a selected population. Thus, it is 
evident that the two-percent rate understates 
the true prevalence of strabismus. In some 85 
percent of these strabismus cases there was an 
associated amblyopia ex anopsia. Downing has 
also indicated that about two-thirds of all cases 
of loss of vision in one eye are due to amblyopia. 

A study by Frandsen in Copenhagen of the 
occurrence of strabismus in some 16,000 chil- 
dren from 1952 through 1957 revealed a five- 
percent prevalence rate. In infancy the rate 
was about one percent and rose to about seven 
percent by the age of seven. ‘There were no sex 
differences. About 60 percent of the strabismus 
cases had associated amblyopia. 

It would thus appear that a study of the 
etiology of strabismus may be considered a 
study of the etiology of ambliopia ex anopsia. 
It is obvious that studies of this type, even 
though approached by the method of statistical 
association, may have much to offer in the area 
of prevention of blindness and severe vision 
impairment. 
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For the purpose of this study, strabismus is 
defined as a constant extraocular muscular im- 
balance characterized by esotropia or exotropia. 
Cases of esophoria and exophoria will not be 
included. 

The population studied, limited to the Negro 
race, will be a group of children with strabismus 
and a group of children selected as controls. 

1. The case study group will include 400 
children. These children will have had a diag- 
nosis of strabismus at either of the following 
Baltimore hospitals: —The Wilmer Eye Clinic 
of the Johns Hopkins Hospital, the Eye Clinic 
of the Presbyterian Hospital, or the Baltimore 
City Eye-Ear-Nose-and-Throat Hospital. To 
be included in the study a child must have been 
born in a hospital within the State of Maryland 
on or after January 1, 1950, and diagnosed 
with strabismus before January 1, 1963. Only 
single-born children as confirmed by hospital 
records will be included. Selection will be by 
the date of diagnosis beginning with the most 
recently diagnosed cases. The cases will not 
necessarily be now alive nor current clinic cases. 


The Negro children with strabismus generally ° 


do not come to attention prior to school age. 
At that time they are referred to either of the 
eye clinics mentioned above, principally depend- 
ing on place of residence. Prior to school age, 
children detected with strabismus in well-baby 
clinics, etc., are similarly referred to the same 
clinics. Because of this referral system in Balti- 
more, these eye clinics serve essentially similar 
Negro population groups. However, the ma- 
jority of available clinic cases will come from 
the Wilmer Eye Clinic of the Johns Hopkins 
Hospital. 

2. The control group will be selected from 
birth certificates and will be matched with cases 
on the following variables: date of birth, place 
of birth (i.e., same hospital), sex, maternal age. 
All originally matched controls that die in the 
neonatal period will be replaced by appro- 
priately matched neonatal survivors. 

About three-quarters of the cases and controls 
may be expected to be born in Baltimore. Some 
data in this connection are available from a 
previous study done in Baltimore on Negro 
epileptic children and controls. Thus, there 
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are baselines upon which to make these pre- 
dictions. 

All but some two to three percent of the deliv- 
eries among Negroes in Baltimore hospitals are 
of ward patients. Thus, the cases and their 
matched controls are relatively homogeneous 
with regard to socioeconomic status. Virtually 
all Negro hospital births in Baltimore occur 
in only four hospitals, thus reducing problems 
and biases usually inherent in differences among 
hospitals. 

In the matching procedure the date of birth 
will be that of the next registered birth match- 
ing on all other relevant variables. The place 
of birth, as mentioned, will be the same institu- 
tion. Maternal age will be matched within the 
following categories: under 20 years; 20 to 34 
years; 35 years and over. 

Detailed information about the study preg- 
nancy, the study delivery, and the outcome of 
pregnancy, including infant weight, will be ab- 
stracted from hospital records. Items of infor- 
mation will be abstracted from the hospital 
records in a manner such that the abstracter 
will not know whether the individual involved 
was a case or a control in order to insure against 
potential bias in recording information. | 

The records of the Wilmer Eye Clinic of the 
Johns Hopkins Hospital, the Presbyterian Hos- 
pital, and the Baltimore City Eye-Ear-Nose- 
and-Throat Hospital will be used for selection 
of study cases. Birth certificates in the Balti- 
more City and State of Maryland Health De- 
partments will be used for selection of controls. 

The hospital records of all the institutions 
in which study cases and controls were born 
will be searched for relevant information. 
Cooperation from the above sources has been 
assured. 

The birth weight distributions of the case 
and control populations will be compared. In 
addition, the following variables will be com- 
pared for the two groups: 


1. Prenatal care. 

. Prenatal complications. 

. Past obstetrical history. 

. Fetal presentation and position. 
. Type of delivery. 


o HR co Wb 


6. Length of labor. | 

7. Toxemic, hemorrhagic, mechanical and 
medical complications of delivery. 

8. Reported abnormalities of infant. 

9. Reported length of gestation. 

The final report will include a comparison 


of birth weight distributions of cases and con- 
trols and a comparison of the frequency of re- 
ported prenatal and perinatal conditions and 
disorders among mothers of cases and controls. 
It is expected that data collection for this study 
will get underway shortly. 
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APPENDIX F 


Enlisting the Cooperation of Ophthalmologists in Reporting Cases to the 
Blindness Register 


Claude S. Perry, M.D.t 


As you know, the topic here is limited to 
ophthalmologists, to try to get them to report. 
It says, “Enlisting the Cooperation of Ophthal- 
mologists in Reporting Cases to the Blindness 
Register.” 

Some States will not only have ophthalmolo- 
gists, but will have osteopaths and optometrists 
legally reporting in their States. Therefore, it 
behooves the State ophthalmologist reviewing 
these reports, to see whether or not these reports 
are adequate, containing all the information 
that is necessary. There are geographic areas, 
of course, where there may be an invalid patient 
way out in the hills, and you can’t get an 
ophthalmologist to go out there to check that 
individual, and possibly an optometrist would. 

Now, as I see it (and I am only going to take 
a few minutes, so we can have the discussion), 
there are two approaches to our problem. One 
is the voluntary cooperation of the ophthalmolo- 
gists and the other is on a mandatory basis. 
From the voluntary standpoint, we must con- 
sider the privileged communication of the pa- 
tient to the doctor. The patient may feel that 
inasmuch as he is financially able to take care 
of himself, and so on, he doesn’t want his name 
on any public listing. Then the other thing that 
is becoming more and more important through- 
out the entire nation is the medical-legal aspect 
of violating such a privileged communication 
by lawsuits. And don’t think that you can 
laugh that off in a hurry, because the doctors 
are becoming more and more conscious of the 
medical-legal aspect. A doctor can be sued 
for almost anything at all. 


1State Supervising Ophthalmologist, Division of Services 
for the Blind, Ohio Department of Public Welfare. 
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Then, also, they have the mandatory angle of 
it. Some States do have that in their law. I 
would think offhand, without getting informa- 
tion from the various States as to how it is 
working, that that would give a lever, you 
might say, to the various doctors, giving them 
a legal permission, so to speak, to report any 
blind individual that comes to their attention; 
and, after all, you speak about trying to get 
various agencies, and so on, to report your blind 
people, yes, you need all those various agencies, 
but in the long run, every blind person, sooner 
or later, is going to seek out some type of medi- 
cal aid. And at that time, that is when that 
individual should have a report made to a cen- 
tral headquarters. 

I don’t think you would miss very many of 
them, but to have a double check of all the vari- 
ous types of agencies besides your ophthalmolo- 
gist, your medical practitioners, optometrists, 
the private agencies for the blind, department 
of special education, county welfare, county 
health department, old-age and survivors insur- 
ance, and the public and parochial schools, the 
health department, vocational rehabilitation, 
your income tax $500 deduction, and so on, all 
of those agencies could be very helpful in assist- 
ing us in getting at least the name of the blind 
individual, so he could be followed up. I don’t 
think that you are going to have any pattern 
that is going to fit every State exactly. It 
might be that a special method would be nec- 
essary to check certain areas. In some States 
a great number of patients will be going to 
various medical centers and the internist, the 
intern, or resident in ophthalmology in that 


particular institution will have a chance to re- 
port a great number of the cases. 

On the mandatory angle of it, there is the 
objection, of course, that the doctor might have, 
in saying, “Well, that is just one other paper 
to fill out.” Or, “The Government is stepping 
in and interfering; it is a little more socializa- 
tion of medicine”; and all of that. That comes 
in, then, on our program of education. 

I believe this MRA program is necessary. I 
believe in it. I believe it isa must. And the 
reporting should be uniform throughout the 
entire nation. 

Again, as I say, acquiring the information 
is not going to be uniform in all States. In 
Ohio I have five nurses and they are all of them 
well trained. Some of them can tell you more 
about the diseases of the eye than some of our 
general practitioners, because I have taught 
them to even use a slit lamp microscope, not 
for the benefit of making a diagnosis, but so 
they will just understand better, and they do. 

These nurses go out to our ophthalmologists. 
We have 217 board ophthalmologists in Ohio. 
These nurses contact the various doctors. They 
know them individually. They can go around 


and say, “Look, doctor, we are not getting all 
the reports we need. You have done 10 opera- 
tions here, cataract operations, for us, but you 
don’t have all your surgical reports in. Are 
these patients now seeing individuals or do they 
still stay on our blind registry ?” 

We have wonderful cooperation in that re- 
gard.’ We have a few of them say, “I am too 
busy. Scat. I will have nothing to do with 
you.” But they are in the minority. 

It sums itself up to the fact that there is no 
question of the importance of the program. I 
think it comes down to the point of asking what 
information do we want, what do we need? I 
have no idea as to the extra cost of finding out 
how many of these people have died. If it is 
not too great, the more information we have 
for the future on these matters, the better it 
will be. Something that we may not realize 
is important, that doesn’t look important to us 
now, may later on be very important as we 
progress in medicine. The method of obtaining 
information, I think, devolves itself onto vari- 
ous committees that can work closely together 
and get information from different parts of the 
country or even of the world. 
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APPENDIX G 


LIST OF PARTICIPANTS 


Second Annual Conference 


Model Reporting Area for Blindness Statistics 
May 3-4, 1963 


State Agencies 
Model Reporting Area States* 


Connecticut Board of Education of the Blind: 
Cecelia HE. Laine, Registrar 
H. Kenneth McCollam, Executive Secretary 
Kansas Department of Social Welfare: 
Marguerite Blase, Medical Social Work Consultant 
William J. Oliver, Tabulating Equipment Super- 
visor, Division of Research and Statistics 
Louisiana Department of Public Welfare: 
Lucille M. Braud, Secretary, Division for the 
Blind and Sight Conservation 
Evalena F. Ford, Medical Sociai Consultant for 
Hye Services 
Massachusetts Department of Education: 
John F. Mungovan, Director, Division of the Blind 
Michael L. Sullivan, Supervisor of Research, Divi- 
sion of the Blind 
New Jersey Commission for the Blind: 
Mary Elliott, Senior Clerk 
George FE. Meyer, Executive Director 
North Carolina Commission for the Blind: 
Christine Anderson, Supervisor, Social Service 
Division 
Martha Farmer, Registrar 
Rhode Island Department of Social Welfare: 
Eva M. DeTommaso, Office Manager, Division of 
Services for the Blind 
Eleanor M. Johnson, Administrator, Division of 
Services for the Blind 
Vermont Department of Social Welfare: 
Christine T. Jeffrey, Office Manager, Division of 
Services for the Blind 


Non-Model Reporting Area States 


District of Columbia, Department of Vocational Re- 
habilitation : 
Stephen A. Gambaro, Chief, Division of Services 
for the Visually Impaired 


1 New Hampshire was unable to send a representative to 
the Conference due to urgency of administrative matters. 
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New York State Department of Social Welfare: 
Osear Friedensohn, Director, Commission for the 
Blind 
Cathleen F. Lawlor, Supervising Consultant on 
Eye Health 
Ohio Department of Public Welfare: 
Dr. Claude S. Perry, State Supervising Ophthal- 
mologist, Division of Services for the Blind 
Mary Zimpfer, Supervisor, Medical Services, Divi- 
sion of Services for the Blind 
Oregon Commission for the Blind: 
Grace Sokolow, Social Worker 
Clifford A. Stocker, Administrator 
Virginia Commission for the Visually Handicapped: 
Dr, D. C. Mac Farland, Director 
Judith Hovatter, Secretary 


National Voluntary Agencies 
United States 


American Foundation for the Blind, Ine.: 
M. Robert Barnett, Hxecutive Director 
Ann Conigliaro, Assistant Secretary 
Dr. Eric Josephson, Research Associate, Division 
of Research and Statistics 
Richard E. Onken, Research Assistant, Division of 
Research and Statistics 
Robert L. Robinson, Project Director, Blinded 
Veterans Project 
Irvin P. Schloss, Legislative Analyst 
National Society for the Prevention of Blindness, Inc.: 
Elizabeth M. Hatfield, Consultant in Statistics 
Dr. Ralph G. Hurlin, Chairman, Committee on 
Operational Research 


Canada 


Canadian National Institute for the Blind: 
Joyce Hickling, National Supervisor, Prevention 
of Blindness and Hye Service Department 


Association of Professional Workers for the Blind 


American Association of Workers for the Blind, Inc.: 
Dr. Gordon B. Connor, Executive Secretary 


Hospitals and Clinics 


District of Columbia General Hospital: 
Mary Slaughter, Medical Social Worker in Oph- 
thalmology 
Georgetown University Medical Center: 
Barbara Hamer, Secretary, Department of Oph- 
thalmology 


Federal Agencies 


Library of Congress 
Joseph F. Ceniceros, Assistant Head, Management 
Section, Division for the Blind 
Veterans’ Administration 
John H. Williams, Jr., Chief, Biometrics Division, 
Department of Medicine and Surgery 
Department of Health, Education, and Welfare: 
Vocational Rehabilitation Administration 
Charles W. Bledsoe, Assistant Chief, Division 
of Services for the Blind 
George A. Magers, Rehabilitation Specialist, 
Division of Services for the Blind 
Welfare Administration: 
Lanng G. Beran, Statistician, Bureau of 
Family Services 
Gerald Kahn, Statistician, Bureau of Family 
Services 
Public Health Service: 
Office of the Surgeon General: 
Kinzo Yamamato, Assistant PHS Clear- 
ance Officer, Division of Public Health 
Methods 
National Center for Health Statistics: 
Augustine Gentile, Statistician, Health 
Interview Branch, National Health 
Survey Division 
Bureau of State Services: 
Pauline Marshall, Statistician, Program 
Studies Section, Neurological and Sen- 
sory Disease Program, Division of 
Chronic Diseases 
James H. Miller, Chief Statistcian, Office 
for Preventive Services, Division of 
Chronie Diseases 


Quentin R. Remein, Chief, Program Plan- 
ning and Hvaluation, Division of 
Chronie Diseases 

Grace S. Spitz, Chief Statistician, Nurs- 
ing Homes and Related Facilities 
Branch, Division of Chronic Diseases 

Otis Turner, Acting Chief, Program 
Studies Section, Neurological and Sen- 
sory Disease Program, Division of 
Chronic Diseases 

Dr. Milton Zises, Community Health 
Services Consultant for PHS, Region V 

National Institutes of Health: 
Stanley Glaser, Statistician, Office of Pro- 
gram Planning 
National Institute of Neurological Diseases and 
Blindness : 

Frances Dearman, Science Writer, Informa- 
tion Office 

Ruth EH. Dudley, Information Officer, Infor- 
mation Office 

Irving D. Goldberg, Assistant Chief, Biomet- 
rics Branch 

Dr. Hyman Goldstein, Chief, Biometrics 
Branch 

C. Morton Hawkins, Jr., Statistician, Bio- 
metrics Branch 

Naomi Hawkins, Program Analyst, Informa- 
tion Office 

Herbert C. Henley, Jr., Statistician, Biomet- 
rics Branch 

Dr, Frank W. Mount, Acting Chief, Special 
Projects Branch 

Hugene Rogot, Statistician, Biometrics Branch 

Dr. Fred Rosner, Senior Assistant Surgeon, 
Special Projects Branch 

Dr. John T. Schwartz, Ophthalmologist, Epi- 
demiology Branch 

William H. Tolson, Administrative Assistant, 
Collaborative and Field Research 

Dr. John B. Wolff, Staff Scientist, Extramural 
Programs 
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